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Lived History of a Transformative Leader with a Disability: 
An Evocative Autoethnography for Social Justice 
by 
Sofia Vergara 
Despite legal advancements recognizing the rights of individuals with disabilities, societal 
bariers are stil arising from the medical model of disability. These obstacles have resulted in 
marginalizing and isolating practices, in turn leading to the underepresentation of individuals 
with disabilities in the workforce and, by extension, in leadership positions. 
Grounded in the frameworks of critical pedagogy and critical disability studies, this 
autoethnographic study examines, using my personal experiences as contextual evidence, the 
determining factors underlying the struggle for equity and leadership, within the hegemonic 
society that people with disabilities must navigate. The study further explores the issue of 
empowerment and raised consciousness among people with disabilities, as aforded by blending 
the tenets of critical pedagogy with a critical social model of disability. 
Based on the autoethnographic analysis, the study proposes future research and makes 
recommendations for inclusion of individuals with disabilities, educators working with people 
with disabilities, and institutions commited to inclusiveness of leaders with disabilities. 
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CHAPTER ONE 
INTRODUCTION 
When I discover who I am, I’l be free. 
-Ralph Elison, 1952 
Each person in this world embarks on a journey of self-discovery. The road may not be 
perfect in any respect, but it does provide some form of gratification in the long run, countering a 
sense of invisibility that can prevail in the lives of marginalized individuals. As the saying goes, 
“Life is an adventure.” My life adventure includes a severe disability (cerebral palsy) that makes 
me a wheelchair user. Some days I wake up and ask myself, why don’t I give up on my struggle? 
It would have been so much easier for me to simply embrace the role of a victim and indulge in 
self-pity, rather than face the everyday responsibilities and chalenges associated with my quest 
for leadership in the educational field. What prevents me from faling into such a mindset is my 
ardent conviction that my experiences as a person with a disability might one day make a 
diference in someone else’s life. 
 Three events in my life journey have served as strong motivational junctures, 
incentivizing my writing of this autoethnographic study on disability and critical leadership. The 
first one was when, as a freshman in colege, I read John Hockenbery’s (1995) Moving 
Violations: War Zones, Wheelchairs, and Declarations of Independence. The author, then a news 
anchor for NPR and ABC, put forth a compeling life story that was not writen from the 
perspective of a person with a disability, but rather through storyteling with an emphasis on life 
and living it without a sense of impediment. This was the first book writen by a person with a 
disability that genuinely moved me to take ownership of my disability instead of hiding behind it 
2 
or being ashamed of it. In other words, Moving Violations made me come to terms with my 
disability in a way that other books had not. It instiled in me the idea of living a life of action 
and leadership even in the face of disability, rather than remaining passive. This was a much-
needed and welcome change in my life. 
The second event was in 2005 when, as a student in my final year of colege with high 
hopes of pursuing a career as a teacher, I entered an information session conducted by a wel-
known teacher placement agency. I was very excited at the prospect of being part of this 
particular “family,” about which many of my friends had positive things to say. After the initial 
overview of the organization by one the team members, I engaged in brief conversation with a 
woman who was in charge of placement in the region. It went something like this: 
Sofia: Hi, thank you so much for coming to talk to us today. 
Woman: Helo, how can I help you? 
Sofia: My name is Sofia Vergara, and I wil be graduating in May. I would be very 
interested in joining your organization after I graduate. However, I was 
wondering if you have had applicants with disabilities in the past, and how 
their placement was handled. 
Woman: [Looking me up and down before speaking again.] Wel, I am not aware of 
anybody in a wheelchair being placed by our organization in the past. During 
training, our teachers live together in houses that are not accessible, and that 
could be a dificulty. 
[End of conversation] 
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As wil become clear throughout this study, I have had this kind of interaction with 
people on many occasions before and after this incident. However, what impacted me the most 
about this one instance was the abruptness with which the possibility of inclusion was 
disregarded, particularly from a person vested in the educational field. Furthermore, this person’s 
atitude was in stark contrast to my experience in colege since, at that particular moment, I was 
in charge of a student-led colege course1 devoted to exposing my peers to the disability rights 
movement and the importance of becoming a personal care atendant for a person with a 
disability. I highlight this encounter because it forced me to confront the reality that my entrance 
into the field of professional education was going to be fraught with many chalenges. 
The third event was actualy a series of discriminatory incidents that ensued recently 
during a day trip to Sacramento with my doctoral program, whose members traveled together 
from Los Angeles with the intention of atending educational hearings and meetings with 
government stafers at the California State Capitol. Since I use a wheelchair for mobility and 
need a ful-lift assist to transfer to the seat of an aircraft, I informed (as usual) the airline that I 
needed special assistance to board, sit, and deboard. I was assured that these accommodations 
would be properly taken care of by ground and flight personnel. Litle did I know what was 
going about to happen that day! First, I barely made it to the plane since the aisle chair that was 
first brought to the gate was not adequate, and only one woman showed up to transfer me. 
Furthermore, the aisle chair was not equipped with the necessary straps, and my coleagues and 
the airline employee barely had the physical strength to rol the chair while keeping me on it. I 
fel to the ground on one occasion. This was humiliating! In addition, the flight atendant did not 
1 Democratic Education at Cal (DECAL) “Inclusion Initiative” Course, UC Berkeley 2001-2005. 
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alow any of my cohort coleagues to help, but instead asked two male passengers from first class 
to assist. Though they were kindly trying to assist me, they were untrained strangers who 
haphazardly struggled to get me into the plane. This was even more embarrassing! The 
humiliation inside the plane continued since, due to the narowness of the aisle, I was virtualy 
dragged toward my seat. 
Unfortunately, the saga continued. After the plane landed, several of my coleagues, 
being aware of the previous drama, tried to help me leave the plane. Nevertheless, a gate 
representative boarded the plane and told them they needed to exit the plane immediately. I 
explained that they were there to assist me while ensuring my safety, but the representative 
proceeded to speak to me in a condescending and belitling manner, using terms like “sunshine” 
and “princess,” and told me that airline personnel knew how to handle geting me off the plane. 
Seeing how upset I was, this person even dared to ask me if I was going to start crying; this went 
wel beyond embarrassment to flagrant disrespect! 
The situation was aggravated when I found that my wheelchair was at the gate, 
disassembled in seven pieces. Seeing my face, airline personnel talked to my coleagues (evading 
contact with me) and told them that they were working on puting it back together. At this point, 
angered by this treatment, I made it very clear to al those around me that they should address 
me, and that I deserved the same respect and dignity afforded to my travel mates. After more 
than four hours of waiting for an adequate replacement wheelchair, I (and several of my 
coleagues) never left the Sacramento Airport that day! 
What these three events exemplify is that, even in 2016, service professionals, and people 
in general, display implicit and explicit discriminatory atitudes toward people with disabilities 
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that not only impede our ability to fulfil professional obligations, but also damage our credibility 
and potential image as leaders among our peer groups and, perhaps more importantly, impede 
our right to live independently. 
The Disability Rights Movement 
Individuals with disabilities are discriminated against when they are not given the same 
fundamental rights that are granted to others. The rights of people with disabilities should be a 
priority in a democratic and egalitarian society, no mater what needs to be done to achieve this 
equity. These statements, which seem obvious, were not recognized as an important objective in 
the United States until the demands for the personal autonomy of individuals with disabilities 
were acknowledged at the beginning of the 1970s with the enactment of the Rehabilitation Act of 
1973. 
To have a beter perspective on the struggle for equity for people with disabilities, it is 
necessary to give a brief, historical account of the most important early advances and 
achievements of the Disability Rights Movement in the United States. It is undisputed that the 
initial impetus for this movement began in the late 1960s, using the Civil Rights Movement as a 
model (Longmore, 1987; Shapiro, 1994). Like other minority groups in United States, people 
with disabilities mobilized in defense of their civil rights (DeJong, 1979; Shapiro), using the 
Civil Rights Act of 1964 as their core legislative springboard. The Civil Rights Act of 1964 
stipulated that society must “confer jurisdiction upon the district courts of the United States to 
provide injunctive relief against discrimination in public accommodations” (p. 241), and it 
established a Commission on Equal Employment Opportunity to ensure that al people have 
equal access to public places and employment opportunities. 
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The gains of the Civil Rights Movement set a precedent for equality in America, which 
was channeled by visionary individuals with disabilities, such as Ed Roberts in Berkeley and 
Judith Heumann in New York City and San Francisco. Their powerful activism chalenged the 
establishment and set in motion recognition of the rights of the disability community. Ed 
Roberts—graduating from the University of California, Berkeley, while using a wheelchair and 
requiring a ventilator 24 hours a day—and other activist coleagues identified the need to 
establish an independent living center in the community to ensure that the needs of students with 
disabilities could be met and to maintain and ensure a standard of living equivalent to their able-
bodied counterparts (Shapiro, 1994). This meant mobilizing disability activism groups from 
many other cities, which defined the beginning of the Independent Living Movement. The basic 
principle that the Independent Living Movement advocated for was that individuals with 
disabilities should be able to live independently in their communities instead of remaining 
institutionalized. 
Political pressure stemming from this movement led to the enactment of specific 
legislation granting rights to individuals with disabilities (DeJong, 1979). Significant advances in 
favor of persons with disabilities were quickly enacted after the Civil Rights Act, as outlined in 
Table 1 (McDonald & Oxford, 1995; US Department of Education, 2010), including the 
Architectural Bariers Act (1968), enacted by President Lyndon B. Johnson to eliminate bariers 
to access for individuals with disabilities in al federal buildings, and the Urban Mass 
Transportation Act (1970), which required that al public transport services be equipped with 
cranes or ramps to alow access for wheelchair users. 
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Table 1 
Disability Legislation from 1960 to 1973 
Year Title Rights Granted 
1964 Civil Rights Act Prohibits discrimination based on race, religion, 
ethnicity, national origin, and creed (gender was 
later added) 
1968 Architectural Bariers Act Prohibits architectural bariers in al federaly owned 
or leased buildings 
1970 Urban Mass Transportation 
Act 
Requires that al new mass transit vehicles be 
equipped with wheelchair lifts 
1973 Rehabilitation Act 
(particularly Title V, Section 
504) 
Prohibits discrimination against disability in federal 
programs and services and al other programs or 
services that receive federal funding. The 
regulations for this legislation were approved in 
1977. 
1975 Education for Al 
Handicapped Children Act 
(P. L. 94-142) 
Ensures federal funding for and counteracts the 
exclusion of “handicapped children” from “regular” 
classrooms; guarantees a Free Appropriate Public 
Education (FAPE) for al. The regulations for this 
legislation were approved in 1977. 
1978 Amendments to the 
Rehabilitation Act 
Provides consumer-controled centers for 
independent living 
These important advances in the recognition of the rights of persons with disabilities in 
society were precursors to the formal declaration that it is a duty of U.S. society to promote the 
possibility of individuals with disabilities living independently by prohibiting programs and 
services that receive federal funding from discriminating against them. This milestone took place 
in 1973, with the introduction of the Rehabilitation Act, and the ful implementation of Section 
504, four years later in 1977 in response to a daring 25-day San Francisco sit-in led by Judy 
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Heumann and several other disability activists. Notably, this protest was fueled by Joseph 
Califano’s (head of the Health Education and Welfare Department during the Carter 
Administration) atempts to further delay the signing of regulations without weakening the 
impact of Section 504 of the Rehabilitation Act of 1973 (Shapiro, 1994) 
In the educational realm, landmark court decisions, such as Pennsylvania Association for 
Retarded Children v. Commonwealth of Pennsylvania (1971) and Mils v. Board of Education of 
District of Columbia (1972), established that every child with a disability should be educated 
based on the equal protection clause of the 14th Amendment to the United States Constitution. 
This pushed the agenda in favor of comprehensive legislation to increase educational 
opportunities for children with disabilities (U.S. Department of Education, 2010). These eforts 
culminated with the passage in 1975 of the Education for al Handicapped Children Act, which 
provided federal money to fund states and local agencies in order to ensure that “handicapped 
children” and adults ages three to 21 be educated in the “least restrictive environment” to the 
maximum extent appropriate (i.e., they are educated with children who are not “handicapped” 
and that special classes, separate schools, or other approaches that remove children from their 
regular educational environment are only enacted when the severity of the “handicap” prevents 
the possibility of education in regular classes [U.S. Department of Education]). Interestingly, the 
regulations for this legislative act were approved in 1997, at the same time as those for Section 
504 of the Rehabilitation Act of 1973 (Shapiro, 1994). 
Table 2 shows the sequence of advances in disability rights atained from 1983 to 1990 
(McDonald & Oxford, 1995; US Department of Education, 2010), which culminated with an 
amendment that renamed the Education for Al Handicapped Children Act the Individuals with 
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Disabilities Education Act (U.S. Department of Education). The adoption of the later is 
considered the most important and comprehensive legislation to date in favor of the civil rights 
of individuals of disabilities in the United States (Bagenstos, 2002). This historical decree, as 
mentioned earlier, was created folowing the model of the Civil Rights Act of 1964; it applies to 
any individual who has a physical or mental impairment that substantialy limits at least one life 
activity. 
Table 2 
Disability Legislation from 1979 to 1990 
Year Title Rights Granted 
1983 Amendments to the 
Rehabilitation Act 
Provides the Client Assistance Program, an advocacy 
program for consumers of rehabilitation and independent 
living services 
1988 Air Carier Access Act Prohibits discrimination based on disability for air travel 
and provides equal access to air transportation services 
1988 Fair Housing Amendments 
Act 
Prohibits discrimination against people with disabilities 
and families with children for housing, and provides for 
the architectural accessibility of certain new housing 
units, renovation of existing units, and accessibility 
modifications at the renter's expense 
1990 Individuals with 
Disabilities Education Act 
Amends and replaces the 1975 Education for Al 
Handicapped Children Act 
1990 Americans with 
Disabilities Act 
Provides comprehensive civil rights protection for people 
with disabilities (closely modeled after the Civil Rights 
Act and Section 504 of Title V of the Rehabilitation Act) 
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The Americans with Disabilities Act (ADA) (1990) has the folowing specific purposes: 
1. to provide a clear and comprehensive national mandate for the elimination of 
discrimination against individuals with disabilities; 
2. to provide clear, strong, consistent, enforceable standards addressing 
discrimination against individuals with disabilities; 
3. to ensure that the Federal Government plays a central role in enforcing the 
standards established in this chapter on behalf of individuals with disabilities; 
and 
4. to invoke the sweep of congressional authority, including the power to enforce 
the fourteenth amendment and to regulate commerce, in order to address the 
major areas of discrimination faced day-to-day by people with disabilities. 
(Sec. 12101) 
As these guidelines suggest, the intention behind the ADA was to corect the historical inequality 
created when society isolated and segregated individuals with disabilities. The ADA recognizes 
that persons with disabilities are disadvantaged compared to the rest of the individuals in society 
in terms of opportunities for employment, housing, education, transportation, communication, 
recreation, health services, voting, and access to public services. It also recognizes that often they 
do not have legal remedies to corect discrimination. Thus, the ADA provides an explicit 
national mandate for the elimination of discrimination against individuals with disabilities, 
detailing strong and consistent regulations to address and correct discriminatory practices in 
society. 
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The legal framework supporting the rights and welfare of people with disabilities in the 
United States was reafirmed and expanded with the passage of two major amendments to 
existing laws: the 1997 amendment to the Individuals with Disabilities Education Act (IDEA) 
and the ADA Amendments Act of 2008 (ADAAA). The 1997 amendment to IDEA included 
provisions to facilitate the transition of students with disabilities from high school to adult living, 
meaning that each student’s Individualized Education Program (IEP) should include transition 
plans for identifying adequate employment opportunities and/or other appropriate options for 
her/his adulthood. Consequently, IDEA ’97 highlights the importance of a wel-executed IEP as 
the central component for the overal success of students with disabilities. 
In the broader perspective of disability law, the ADAAA “aims to reverse the courts’ 
narowing interpretations of the Americans with Disabilities Act of 1990” (Emens, 2012, p. 
2015). The purpose of the amendment was to reestablish the comprehensive definition of 
disability of the original ADA, which was lost throughout years of litigation. However, it 
remains to be seen what impact the ADAAA wil have on establishing equity for people with 
disabilities, since its application has not yet been interpreted by the courts (Emens). It is in this 
context that I embrace this autoethnographic research project as an educator with a disability 
who analyses the levels of resistance toward individuals with disabilities and who understands, 
through the “authority of lived experience” (hooks, 1994, p. 81), the obstacles that such societal 
resistance represents toward our participation and enactment of social justice leadership in 
education. 
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Social Inequities Faced by People with Disabilities 
 Among the multitude of problems that people with disabilities must cope with, perhaps 
the most impactful is the terminology and language used to define disability. Various terms have 
been used to separate the disabled and nondisabled populations into groups that are socialy and 
economicaly segregated in society (Linton, 1998). Thus, it is important to first review the terms 
and definitions that typicaly categorize people with disabilities and then consider the effects that 
these definitions have had on the perception of disability in both the nondisabled and disabled 
communities. 
Impairment, Disability, and Handicap 
The definition of terms related to disability established by the United Nations (1982) is 
widely accepted by the disability community as the most encompassing one as it addresses the 
distinctions among impairment, disability, and handicap. 
• Impairment: Any loss or abnormality of psychological, physiological, or anatomical 
structure or function.  
• Disability: Any restriction or lack (resulting from an impairment) of ability to perform an 
activity in the manner or within the range considered normal for a human being. 
• Handicap: A disadvantage for a given individual, resulting from an impairment or 
disability, that, limits or prevents the fulfilment of a role that is normal, depending on 
age, sex, social and cultural factors, for that individual. (United Nations, 1982, para. 11–
13) 
The virtue of these definitions is that they are general enough to include conditions that 
may not always be considered disabling, such as chronic ilnesses that limit people’s activities 
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but do not create a visible disability. Moreover, the definition of handicap unmistakably 
identifies the possibility that a person’s limitation(s) in the ability to perform certain tasks may 
be caused (or at least complicated) by social causes, such as the lack of opportunities, 
accessibility, special services, poverty, and discrimination. 
Nevertheless, as Wendel (1996) clarified, the problem with the United Nations 
definitions is that they seem to imply that impairment and disability may be universal terms 
associated with biological and medical “standard[s] of structure, function and human ability” (p. 
14). She noted that the ability to perform an activity depends criticaly on the society in which 
the standards of normality are set. In other words, what is “normal” in one society may be 
considered an impairment in another one. Wendel also noted that not recognizing the social 
relativity of terms defining structure, function, and ability could be treacherous for people with 
disabilities. The ambiguity of terms in relation to disability has resulted in the creation of two 
distinct models: the medical (or individual) and social models of disability.  
The Medical Model of Disability 
The medical model views disability as a medical diagnosis. “The focus is on bodily 
‘abnormality,’ disorder or deficiency, and the way in which this in turn ‘causes’ some degree of 
‘disability’ or functional limitation” (Barnes, Mercer, & Shakespeare, 1999, p. 21). The medical 
model embodies the prevailing (albeit oversimplified) understanding, shared by most able-
bodied members of the society, that disability is a deviation from the norm. The main concern of 
the medical model of disability is to diagnose and treat the abnormality of an individual. As such, 
treatment by experts is considered “curative” or “rehabilitative” (Barnes et al; Linton, 1998; 
Wendel, 1996). While this practice is troubling in principle, disability scholars acknowledge that 
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acceptance of this model has criticaly improved the health and wel-being of people with 
disabilities (Barnes et al.; Linton). 
Nevertheless, there is a consensus among authors that, notwithstanding these benefits, the 
medical model presents grave negative issues. First, the view of disability from the medical 
perspective casts ideas of deficiency, individual burden, and personal tragedy on the person with 
disability that are eroneous in many cases and demeaning and dehumanizing in al cases 
(Linton, 1998). Second, because of the medical perspective, disability has been used historicaly 
in Western societies as a justification for discrimination and inequality since impairments are in 
conflict with the idea of progress and advancement (Baynton, 2013; Stiker, 1999). Third, as 
noted by Barnes et al. (1999), the environment is represented as “neutral,” and negative 
consequences for people with impairments are “regarded as inevitable or acceptable rather than 
as disabling bariers” (p. 25). Thus, there is a lack of consideration for adaptations to overcome 
environmental barriers. Fourth, the medical model puts people with disabilities in a dependent 
position, relying on experts or other people to assist them with physical and therapeutic needs or 
for social support (Barnes et al., 1999). 
Finaly, another result of the medical model is that the person with a disability is expected 
to accept her or his impairment as a reality and cope with the circumstances (Barnes et al., 1999; 
Charlton, 1998). Charlton identified the resulting dilemma as a (false) consciousness, eloquently 
stating, 
Most people with disability actualy come to believe they are less normal, less 
capable than others. Self-pity, self-hate, shame and other manifestations of this 
process are devastating for they prevent people with disability from knowing their 
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real selves, their real needs, and their real capabilities and from recognizing the 
options they in fact have. (p. 27) 
False consciousness is often considered a devastating stigma against which individuals with 
disabilities must fight to claim our identity and take control of the language with which we 
identify. This frame of mind was the driving force behind the move to explore the social model 
of disability by disability rights advocates such as Ed Roberts and other members of the 
independent living movement (Barnes et al.; Shapiro, 1994). 
One of the societal consequences of the medical model of disability is divided 
community. It is said that oppression occurs “when individuals are systematicaly subjected to 
political, economic, cultural or social degradation because they belong to a social group” 
(Charlton, 1998, p. 8). This definition was specificaly supplemented by Iris Marion Young 
(1990) when she stated that there are “five faces” of oppression: exploitation (in the labor 
markets), marginalization (from economic productivity), powerlessness, cultural imperialism 
(domination of cultural experiences), and violence. Brendan Gleeson (1999) added that 
disability, being a “bivalent” group sufering injustices that are traceable simultaneously to both 
political economy and culture (Gleeson; Fraser, 1997), can be considered a bivalent colectivity 
that possesses Young’s five faces of oppression. Young (1990) further supported the notion that 
the medical model of disability condones the climate of oppression of people with disabilities in 
society by justifying a top-down atitude towards us. 
More to the point, based on the work of Hanks and Hanks (1948), Linton (1998) argued 
that, in response to disability (as seen from the perspective of the medical model), society 
categorizes individuals with disabilities in five niches:  
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1. pariah, which refers to the fact that people with disabilities are denied of most of their 
claims to relief or to rights by the dominant non-disabled majority;  
2. economicaly and socialy liable, implying that individuals with disabilities are 
deemed as impairing the economic and social wel-being of the society; 
3. tolerant utilization, which highlights the awareness that individuals with disabilities 
are alowed to participate in societal tasks only to the extent that the dominant group 
perceives as necessary, adequate, and suitable; 
4. limited participation, [which] aludes to situations in which the person’s role and 
status are limited due to the perception that their ability to be productive has to be 
measured in terms of standards set by the non-disabled majority; and 
5. laissez-faire, [which] implies that society does not overtly exclude people with 
disability, but does not work toward accommodation, social justice, and equity with 
respect to them. (p. 53) 
One chalenge faced by individuals with disabilities is that, in general, human beings live 
and die by these categorizations and are unable to see the person behind the disability, distorting 
their gaze so that they tend to see the disability first and the person second. An efort to criticaly 
engage the obstacles posed by this hegemonic medical view of disability as it exists within the 
arena of educational leadership was an important concern in this study. To this end, the social 
model of disabilities offers an important counterhegemonic discourse.  
The Social Model of Disability 
The social model of disability creates a space for individuals with disabilities from which 
we can fight against societal misconceptions about disability, impairment, and handicap, and put 
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forward the concept that disability is, in and of itself, a social, cultural, and political construct 
(Barnes et al., 1999; Charlton, 1998; Linton, 1998; Mitchel, 2007; Shapiro, 1994; Wendel, 
1996). Several disability activists and authors have contended that the medical model of 
disability has in fact created the oppressive conditions described above for individuals with 
disabilities in the society in which we live by misconstruing our reality while using medical 
optics as its only frame of reference (Charlton; Mitchel; Wendel). 
It is not far from the truth that the preponderance of the medical model has resulted in 
individuals with disabilities becoming socioeconomic and cultural outcasts in society. 
Furthermore, cultural signifiers such as mass media have led to atitudes that are almost 
universaly pejorative and have indirectly resulted in the systematic marginalization of 
individuals with disabilities from the decision-making process in the political, cultural, and 
educational realms (Charlton, 1998). In spite of al this, as Charlton noted, the social model of 
disability has been efective in encouraging members of society with disabilities to identify the 
oppressive conditions in which they live and to fight against oppression both individualy and 
colectively. 
Therefore, a key element in the social model of disability is the process of self-
identification by people with disabilities. Identity starts with the recognition of being subjects of 
oppression (Charlton, 1998). In other words, a person’s identification as disabled is influenced 
by her or his essentialist discourse of limitation and oppression (Mitchel, 2007). Why is identity 
an important component of the social model of disability? Wendel (1996) answered this 
question by asserting three important reasons: (a) because legal and practical entitlements to 
various forms of governmental assistance by service agencies require it; (b) because the 
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recognition of disability by friends, family, and coworkers not only helps when understanding is 
needed, but also keeps the person with a disability socialy and psychologicaly part of the 
community; and (c) because it immerses the person with a disability in a community of peers 
where lived experiences can be voiced, valued, and legitimized. 
Another interesting association with a person’s identification as disabled is the 
descriptive language used to express both the positive and negative connotations of words used 
to describe disability. For example, the social model has empowered individuals with disabilities 
to gain control of the terms like handicapped (or disabled) and replace them with preferable (less 
paternalistic) terms like people with disabilities. This distinction is vitaly important because it 
makes the disability a characteristic rather than the defining feature of a person. Similarly, while 
often used with good intentions, the phrase overcoming a disability is troubling since it 
insinuates that an individual with a disability caries the burden of overcoming the structural 
injustice of society; consequently, it should be avoided (Déjean, 2015). Such paternalistic 
language often leads to the idea that a person with a disability who is simply living what she or 
he considers a normal life is, in some way, extraordinary because of the struggles that society 
forces them to face (Charlton, 1998; Linton, 1998). The fight against these misconstrued (albeit 
wel-intended) notions define in great part the social model of disability and have contributed to 
the underlying purpose of the disability rights movement in this country. 
Statement of the Problem 
Despite legal advancements toward antidiscrimination of people with disabilities aforded 
by section 504 of the Rehabilitation Act and the American with Disabilities Act, the 
underepresentation of people with disabilities in the work force and, by extension, in leadership 
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positions are major social justice issues that signal a persistent stigma in today’s society. The 
magnitude of this problem was wel introduced by Barnes et al. (1999) when they stated, “The 
historical experience of so many disabled people is of exclusion from, or marginalization and 
powerlessness at, the workplace” (p. 110). Many arguments have demonstrated that these are 
prevalent issues in the United States that should be addressed. For example, President Obama 
issued Executive Order No. 13548 (2010), establishing the goal of hiring 100,000 people with 
disabilities in the federal workforce by 2015. Furthermore, in 2012, Senator Tom Harkin, 
chairman of the U.S. Senate Commitee on Health, Education, Labor, and Pensions, conducted 
hearings and issued a report analyzing the “dismal disability employment situation” (Harkin, 
2012, p. 3) in an atempt to incentivize corective measures above and beyond the provisions of 
Executive Order No. 13548. 
In essence, the Harkin report is concerned about and cals atention to the issue that no 
mater how one measures disability (in both the public and private sectors), there is a staggering 
discrepancy between the employment rates of the individuals with disabilities relative to the 
nondisabled population in this country. According to recent data from U.S. Department of Labor, 
Bureau of Labor Statistics (2017),2 during the last five years, the employment rate for working-
age individuals with a disability has been hovering around 30%, while deteriorating slightly 
throughout the quinquennium (red bars, Figure 1). In contrast, the employment rate of 
2 According to the Bureau of Labor Statistics, a person with a disability has at least one of the folowing 
conditions: is deaf or has serious dificulty hearing; is blind or has serious dificulty seeing even when wearing 
glasses; has serious dificulty concentrating, remembering, or making decisions because of a physical, mental, or 
emotional condition; has serious dificulty walking or climbing stairs; has dificulty dressing or bathing; or has 
dificulty doing errands alone such as visiting a doctor's office or shopping because of a physical, mental, or 
emotional condition. 
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nondisabled people has consistently been maintained above 75%, and has actualy increased 
through the period (black bars, Figure 1). 
Figure 1. Employment/population ratio of people with no disability and with a disability (2010–
2015). Black columns represent the employment population ratio for people with no disability; 
red columns represent the employment population ratio for people with a disability. Adapted 
from “ Employment status of the civilian population by sex, age, and disability status, not 
seasonaly adjusted” (table A-6), by the U.S. Department of Labor, Bureau of Labor Statistics, 
2016 (htps:/www.bls.gov/news.release/empsit.t05.htm). Copyright 2017 by U.S. Bureau of 
Labor Statistics.
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Schur, Kruse, and Blanck (2005) have proposed that the issue of unemployment of 
individuals with disabilities does not stem from their lack of desirability to work; furthermore, 
although the evidence of their productivity is limited, it “typicaly shows that they have equal or 
higher ratings on the job than people without disabilities” (Lengnick-Hal, Gaunt, & Kulkarni, 
2008, p. 263). Yet, as the Harkin (2012) report noted, “With al the improvements in education, 
physical access and our societal recognition of the civil and human rights of our citizens with 
disabilities, the curent level of employment for people with disabilities is unacceptable” (p. 12). 
What, then, are the causes for this disparity? Arguably there are stil physical and 
architectural barriers, such as transportation, housing, and what can be perceived as excessive 
accommodations that may constitute practical inconveniences for employers when they consider 
individuals with disabilities as potential employees (Barnes et al., 1999). Though inexcusable 
(and ilegal), the use of physical bariers as an argument for inequality is quite persistent in 
today’s society. In fact, its prevalence sems to have a stronghold because it derives directly 
from the medical model of disability, which sees individuals with disabilities as a group in need 
of help (i.e., who cannot be economicaly independent). Furthermore, employers, like many able-
bodied members of society, have either explicit or implicit infantilizing atitudes toward 
individuals with disabilities (Dovidio, Pagoto, & Hebl, 2011; Robey, Beckley, & Kirschner, 
2006), which put them at a disadvantage not only in everyday life, but also when it comes to 
joining the work force. 
The unemployment situation for individuals with disabilities sets the stage for an even 
more dismal outlook for those seeking leadership opportunities. Society is yet not ready to 
recognize the potential of individuals with disabilities to match, let alone surpass, others in 
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becoming strong, visionary, and independent leaders. Either because of the five niches of 
segregation aleged by Linton (1998), the systematic marginalization from the decision-making 
process discussed by Charlton (1998), or the infantilizing atitudes that are ingrained in the able-
bodied world in which people with disabilities live, the batle for ful equity is a deeply 
contentious terain of struggle, yet worth the fight (Robey et al., 2006). 
Researcher’s Positionality 
My father, a professor at a major university, and my family as a whole, always impressed 
upon me the importance of education as a key ingredient for success. However, I never imagined 
just how trying it can be to get a good education. I spent my primary years and first two years of 
secondary education in the public-school seting. Those years were tremendously dificult for 
me. At an age when fiting in was, or at least seemed to be, a mater of life or death, I stuck out 
like a sore thumb. I did not belong anywhere. I was mainstreamed in al honors classes, but 
because of my disability, no one would speak to me, not even my teachers. Consequently, I 
found myself trying to interact with students in special education classes to find my social outlet. 
However, they too pushed me away because they perceived me as part of the "other" group. 
Obviously, there was a great division between my peers and me. 
I learned a vital and sad lesson from my years in public school: a disjointed school 
environment can have indelible negative efects on a student's motivation for learning. While I 
obtained strong academic results, I was miserable and lost the joy of learning. School was a 
dreaded chore, not an experience that opened horizons beyond textbook learning. In retrospect, it 
is clear to me now that I fel through the cracks of the public-school mainstream. Fortunately, 
things drasticaly changed when I made the decision to transfer to a private school in the Los 
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Angeles area, Olympia High School. At the time, it was a new school, founded only three years 
prior to my arival; it emphasized diversity, social equality, and a personalized learning 
environment. It was at Olympia that I learned that a good education is based on a diverse and 
socialy aware learning environment. To this end, students at Olympia were introduced to 
pressing social issues in al classes and through special workshop days. This environment 
alowed for strong and personal bonds to be formed between peers, as well as between students 
and teachers. As a result, I never felt like an outsider; in fact, my diferences were welcome and 
appreciated. 
In June 2000, I graduated from Olympia High School a changed person. I was finaly 
reaping the benefits of an engaging educational experience and looking toward the future. With 
the encouragement of my family and the Olympia community, I began applying to colege. In the 
fal, I entered the University of California, Berkeley. It was during my colege years there that I 
was bit by the formal teaching bug. My sophomore year, while pursuing a major in political 
science and minors in both Spanish and disability studies, I was approached by friends to coteach 
a university-sponsored, student-initiated class on independent living and the disability movement 
(see footnote 1, page 3). The excitement in my students' faces when they learned something new 
made me realize that teaching was my vocation. In fact, I continued as cofacilitator and advisor 
of the class until I graduated in May 2005. 
During my years at the University of California, Berkeley, I was also given the 
opportunity to travel for educational purposes. First, I went to Moscow and Novosibirsk for two 
weeks to educate and advocate for the integration of the disabled into Russia's educational 
system. Then in 2004, I studied abroad for eight months in Chile, where my family is from. The 
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lack of disability awareness in both of these countries was shocking and reinforced my desire to 
educate, as this is the only way to promote change. My active participation both as a mentor and 
as a student resulted in the transformation in atitude of a diverse group of individuals who 
learned to appreciate my perspective and experiences. 
Upon returning from my travels abroad and completing my degrees at the University of 
California, Berkeley, I was ofered a position at Olympia High School as a teaching intern. 
Curently, I am a ful-time Spanish teacher at this school, where I have been given the chance to 
instil in my students what my teachers infused in me: a sense of pride in our diferences, while 
at the same time understanding that we are united by the common goal of education and social 
awareness. 
Looking back at my life experiences, one thing is clear—my caling in life is being a 
social justice educator. Due to my disability, I have always been forced to advocate for the 
importance of respect and diversity, but I consider myself lucky to have been a part of 
communities that have alowed me to broadly express my advocacy. First, as a student at 
Olympia High School, then as a colege student at the University of California, Berkeley, later as 
part of the teaching faculty (during the last 10 years) at Olympia High School, and finaly as a 
graduate student at a Loyola Marymount University. These endeavors have given me the tools to 
grow as a teacher and a leader more with each passing day. That being said, I realize that part of 
being a social justice educator is to always be looking for opportunities to improve one’s practice 
and to not be afraid to take on larger leadership positions. This is particularly relevant to this 
study, given the persistent absence of persons with disabilities in educational leadership positions 
across the field of education and in society at large. 
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Research Question(s) 
Given my lived experiences as a person with disabilities and as a social justice leader and 
advocate within education, my task as a researcher is to utilize the rich range of my experiences 
as data for the analysis of causes that may underlie the current scarcity in educational leadership 
positions for individuals with disabilities. In this evocative autoethnographic study, the folowing 
two research questions wil guide this critical investigation: 
1.In what ways has my (dis)ability shaped my journey as an educator?
2.What lessons can be learned from the obstacles encountered during this journey
toward the empowerment and advancement of transformative leaders with disabilities 
in the educational field? 
Purpose and Significance of the Study 
The purpose of this research was to conduct an autoethnographic study to analyze and 
interpret the chalenges and experiences of my journey as an educator with a disability in order to 
expose issues that may be determinant for the limited representation of people with disabilities in 
educational leadership. In the process, I sought to provide findings that support processes of 
empowerment within the disability community to take on leadership positions by chalenging the 
myths and distortions of the able-bodied educational establishment. Also, the study provides a 
unique perspective of the lived meaning of critical transformative leadership for social justice, 
physical ability notwithstanding. 
This autoethnography fils the curent gap in the literature regarding transformative 
leadership opportunities for people with disabilities. The research, seeking to examine the 
interconnectedness between critical theory and critical disability studies, serves as a springboard 
Disability is a social and 
political movement 
Reclaiming body and 
one’s self-identity
Diference is an 
empowering force
CRITICAL DISABILITY STUDIESCRITICAL PEDAGOGY
Counter-hegemony
Conscientization
Dialogue
Praxis 
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Critical Pedagogy 
This theoretical framework is based on a discourse toward activism to end the domination 
of some groups by others, based on class, power, race, or other social constructs (Hosking, 
2008). Critical pedagogy, as we know it, cals for counterhegemony in society (Darder, 
Baltodano, & Torres, 2009), for conscientization of the individual (Freire, 2008), for dialogue 
among individuals (Freire, 1970; Shields, 2004), and for the reflective cycle of praxis (Freire, 
1970). These main tenets lead to solidarity, political activism, and colective engagement, 
redefining a way of life within what has been termed the social connection model (Young, 2013). 
Young explained: 
Taking responsibility for structural injustice under this model involves joining with 
others to organize colective action to reform the structures. Most fundamentaly what I 
mean by “politics” here is public communicative engagement with others for the sake of 
organizing our relationships and coordinating our actions most justly. (p. 112) 
Consequently, if educators aim to become critical leaders for social justice, al decisions 
must be made with social injustice at the forefront of their minds. Young has reminded us that 
while taking responsibility is daunting, no one person is liable for failure; we must al use our 
“reasoning parameters” to do what we can to take action against structural injustices, both localy 
and globaly. 
Young (2013) and other social justice educators (Carlisle, Jackson, & George, 2006; 
Darder, 2016) have emphasized that political agency is not only a crucial component of social 
justice but also an obligation of every individual as a corective action against societal injustice, 
and that colective action is a necessary component for social justice if leaders hope to redress 
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structural injustices in society. While critical pedagogy embraces the struggle against oppression 
and injustice as a key tenet, its connection with the notions of oppression and empowerment 
within critical disability studies has not yet been fuly explored. 
Critical Disability Studies 
Critical disability studies, or critical disability theory, is “an emerging theoretical 
framework for the study and analysis of disability issues” (Hosking, 2008, p. 1). This framework 
centers on disability as the empowering element on which critical discourse is based. As such, 
critical disability studies chalenge the assumption that the diference engendered by disability 
should be ignored; instead, “The chalenge is to pay atention to diference without creating a 
hierarchy of diference” (Pothier & Devlin, 2006, p. 12). Thus, one of the tenets of critical 
disability studies is that the obstacles encountered by people with disabilities in a nondisabled 
environment make disability a social construct per se (Hosking). 
However, it is important to note that the disability community is not only a social but also 
a political movement, with rights and activism centered on very specific goals (Charlton, 1998). 
The two major political understandings that support critical disability studies are power (or the 
lack of thereof) and context (Pothier & Devlin, 2006). The power element arises from the 
struggle for social justice and political autonomy, caling into question the value system of a 
dominant society and the roots of marginalization based on hegemonic politics (Pothier & 
Devlin; Gleeson 1999). Therefore, context becomes crucial in critical disability theory as it 
emerges from the trenches of persons with a disability in their struggle for independence. In fact, 
embracing diference as an empowering force (Linton, 1998) makes it possible for a person with 
disabilities to reclaim one’s body, identity, and humanity (Peters & Chimedza, 2000). 
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Methodology 
This research used the qualitative method of autoethnography to present a critical 
narative of my quest for transformative leadership as an educator with a disability (Elis, 
Adams, & Bochner, 2011). My use of evocative autoethnography in this study was based on the 
three fundamental benefits that this approach entails: (a) it ofers an approachable research 
method to researchers and readers; (b) it improves cultural understanding of oneself and others; 
and (c) it has the potential to become transforming for the researcher and others, enabling them 
to build aliances (Chang, 2008). I used my experience as an educator with a disability to set the 
stage for discussing the multipronged bariers that limit the access to leadership positions in 
education for members of the disabled community. 
Autoethnography is understood as the use of autobiographic data to criticaly analyze the 
ethnographic interconnectedness between a personaly engaged self and a culture (Chang, 2008; 
Star, 2010). Typicaly, the term “autographic data” refers to field text experiences that are 
contextualized within theory and research (Chang). Autoethnography as a methodology aims to 
contextualize the individual’s own life with culturaly relevant issues and to use this narative as 
a mechanism to create awareness, “eficacy and healing in their communal lives” (Spry, 2001, p. 
712). Thus, evocative autoethnography permits a more expansive definition of what is to be 
considered significant and important research since, due to the storyteling quality of its 
narative, it engages broad audiences, which other educational research methodologies may fail 
to atract (Elis et al., 201). Autoethnography as methodology provides a powerful tool for the 
systematic evaluation of a person’s system of beliefs and inter- and intracultural awareness 
(Chang, 2008; Spry. 
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Autoethnography represented the ideal research methodology for this counterhegemonic 
study, which sought to center the relationship between disability and transformative leadership. 
True to this intent, Star (2010) has noted, “Autoethnography draws on the concept of 
conscientização (Freire, 1970), which involves the individual becoming aware of one’s position 
and creating space to change the perception of the resultant reality” (p. 1). In essence, 
autoethnography intrinsicaly alowed me to position myself simultaneously as an actively 
conscious member of the disability community and as a social justice educator in order to cal 
atention to the scarcity of leadership positions for the marginalized group of individuals with 
disabilities. To this end, the study used timelines and themes to analyze the episodic data. This 
approach, commonly used in the qualitative analysis of autoethnography data, alowed me to 
interpret field text information and other data without being tied to severe restrictions of validity, 
reliability, and generalizability typical of more traditional forms of qualitative analysis (Star). 
Limitations 
Because I am reflecting upon and analyzing my own experiences, this study only 
addressed issues of leadership and disability from a singular perspective. As such, this study is 
not generalizable to the experiences of al members of the disability community. As is the case 
with most autoethnography studies, sample size could be seen as an intrinsic limitation. 
However, through critical reflection and analysis of autoethnographic data, I aimed to present a 
perspective of inclusion between critical disability studies and critical pedagogy, which can help 
in criticaly rethinking this phenomenon since it is based on my embodiment. This perspective is 
curently sparse in educational literature. 
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Autoethnographic studies typicaly have been criticized for their lack of academic rigor 
and the self-indulgence associated with their use of an individual as a data source (Holt, 2003; 
Sparkes, 2000). I diligently address these criticisms by maintaining a balanced emphasis in the 
graphy (the research process), ethnos (culture), and auto (self) dimensions of my 
autoethnography study (Holt; Reed-Danahay, 1997). Furthermore, as proposed by Chang (2008), 
a direct approach to atain this balance is to focus on ethnographical aspects of the study in the 
methodological orientation, cultural aspects in the interpretative orientation, and 
autobiographical aspects in its content orientation. Further discussion of the autoethnographic 
methodology and the design of the study is presented in Chapter 3. 
Delimitations 
Because this autoethnography study delves into my experiences as a wheelchair user, the 
analysis, reflection, and interpretation of the data, as wel as the conclusions drawn from them, 
predominantly pertain to individuals within this subsection of the disability community. 
Interestingly, the blending of critical disability studies, critical pedagogy, and critical leadership 
for social justice as applicable to this relatively broad segment of the disability community is yet 
to be duly addressed. However, because of the limited number of studies on the topic, no further 
delimitations such as ethnicity, age, gender, and so forth were considered. 
The study focused on both the role that disability plays as an element of hindrance to the 
achievement of leadership positions in education and the impact that the omission of this element 
of injustice has on the field of education, including critical pedagogy. It was assumed that these 
topics of investigation have an impact not only on individuals with disabilities, but also on their 
alies, educational leaders, parents, and society as a whole. 
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Definitions and Terms 
Disability: Any restriction or lack (resulting from an impairment) of ability to perform an 
activity in the manner or within the range considered normal for a human being (Wendel, 1996). 
Empowerment: A dynamic process in which “two things are going on: individuals are 
changing, and society is changing. Individuals necessarily, regardless of volition, begin a 
personal search for self-identity whenever they fight back, whenever they work to change their 
world” (Charlton, 1998, p. 154). 
Identity: The process of self-identification by people with disabilities starts with their 
recognition of being subjects of oppression (Charlton, 1998). In other words, a person’s 
identification as disabled is influenced by his/her essentialist discourse of limitation and 
oppression (Mitchel, 2007). 
Normal: A seemingly benign category that is often used interchangeably with other 
concepts such as average, typical, and standard. In short, “these concepts signify how similar we 
are to others like us” (Baglieri, Bejoian, Broderick, Connor, & Vale, 2011, p. 2127). 
Oppression: It is said that oppression occurs “when individuals are systematicaly 
subjected to political, economic, cultural or social degradation because they belong to a social 
group” (Charlton, 1998, p. 8).  
Raised Consciousness: The awareness that alows an individual with a disability “to 
recognize themselves in the context of something bigger than themselves and enables them 
appreciate the commonalities they have with others” (Charlton, 1998, p. 118). 
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Transformative Leadership: A form of leadership that “must be understood in a 
democratic context” (Weiner, 2003, p. 96), meaning that leaders must lead for social justice 
while promoting dialogue rather than using their authority. 
Organization of Chapters 
The opportunities for social justice leadership are scarce for individuals with disabilities. 
The reasons behind this great discriminatory injustice include historical, structural, sociological, 
cultural, and political factors that have been outlined throughout Chapter 1. 
Chapter 2 provides an analysis of the literature beginning with a historical review of 
models of educational leadership that have led to the emergence of transformative leadership. 
The analysis continues with an assessment of transformative leadership through the lens of 
critical pedagogy, leading to the declaration of elements of critical leadership for social justice. 
Subsequently, I present the analysis of my second framework: critical disability studies. I explore 
its blending with critical pedagogy, leading to the examination of leadership opportunities for 
youth with disabilities, then to the dificulties encountered by people with disabilities in Western 
societies. 
Chapter 3 describes the autoethnography methodology of the study, with a specific focus 
on evocative autoethnography. 
Chapter 4 provides the autoethnographic data, based on life epiphanies and episodic 
information colected throughout my schooling, activism, and teaching experiences as an 
educator with a disability. 
Chapter 5 presents the interpretation and analysis of my autoethnographic stories, studied 
through the lenses of my theoretical frameworks. The chapter concludes with a colection of 
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implications and recommendations derived from the analysis of the data in its relationship to the 
existing literature and general educational leadership practices in the field. 
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CHAPTER TWO 
REVIEW OF THE LITERATURE 
Equality is a vital need of the human soul. It consists in a recognition, at once 
public, general, efective, and genuinely expressed in institutions and customs, that the 
same amount of respect and consideration is due to every human being because this 
respect is due to the human being as such and is not a mater of degree. 
-Simone Weil, 2000, p. 98 
Educational Leadership and Disabilities 
A critical analysis of the causes underlying the current scarcity of atention within the 
field of educational leadership to the conditions and needs of individuals with disabilities 
requires an examination of the multiple theories of leadership as they apply to the educational 
realm. As contended by Carolyn Shields in Transformative Leadership in Education: Equitable 
Change in an Uncertain and Complex World (Shields, 2012), this is a chalenging task since 
“finding our way among these theories can be both complex and confusing as there is, 
necessarily, much overlap, and both similarities and diferences among theories” (location 570-
579). Several authors have suggested that the best way to comprehend these complexities is to 
adhere to the historical approach, in which the evolution of educational leadership from 
instructional to transformational to transformative is analyzed in conceptual and practical terms 
from the chronological perspective. For instance, in “Unwrapping Tradition: Shifting from 
Traditional Leadership to Transformative Action,” Deneca Avant (2011) reviewed the trajectory 
of traditional leadership in a historical context and stated that, in order for us to understand 
transformative leadership, we must first understand its historical underpinnings. Accordingly, in 
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this section, I sequentialy discuss what authors consider to be the three major models informing 
educational leadership today. 
Perspectives of Educational Leadership 
In his review of the conceptual and empirical development of educational leadership 
models, Philip Halinger (2003) contended that instructional leadership is a leadership model that 
focuses on the role of the principal as coordinator and supervisor of curiculum development and 
instruction. Accordingly, instructional leaders are goal oriented and focus on students’ academic 
outcomes; furthermore, they foster a culture of high standards and expectations for students and 
teachers. Other authors have argued that there are many conceptualizations of the meaning of 
instructional leadership in educational literature. For example, Rigby (2013) proposed that there 
are three logics of instructional leadership: prevailing, entrepreneurial, and social justice. Her 
prevailing logic, which fits wel with Halinger’s definition of instructional leadership, sees a 
principal as both leader and manager of a school site. As such, this author contended that, within 
the prevailing view of an instructional leader, the broad goals are student achievement and 
teacher satisfaction. Alternatively, in her historical account presenting the trajectory of 
educational leadership, Avant (2011) elaborated that leadership was first seen as a managerial 
grid in which a leader distinguished his/her “concern for people from a concern for task” (p. 
114). Later, leadership transitioned to “participatory management” in which individual 
contributions were taken into consideration. 
According to Halinger (2003), the transition into participatory management results in 
transformational leadership, which focuses on the organizational capacity to innovate. Noted is a 
distinction between the instructional and transformational leadership concerns with the 
 37 
 
management of relationships by the leaders; instructional leadership vows for the maintenance of 
the status quo, whereas transformational leadership seeks for educational institutions to evolve 
and to aspire to new goals. Nevertheless, Halinger recognized that boundaries between 
instructional and transformational leaderships are blury and are synergisticaly involved in 
response to the changing needs of schools in the context of educational reforms. 
In Rigby’s (2013) work, transformational leadership represents simply another logic: the 
entrepreneurial logic of instructional leadership. Accordingly, this logic aims to develop 
outcomes-focused curricula and infuse education with innovations and mechanisms from the 
private sector to increase student achievement. By the same token, in their analysis of efective 
instructional leadership, Blase (1987) and Blase and Blase (2000) argued that instructional 
leadership integrates transformational activities such as inquiry and reflection into the 
managerial tasks of curriculum and teacher development. A similar conclusion was reached in 
investigations of leader characteristics and behaviors associated with extraordinary performance 
by Kirby, Paradise, and King (1992). These results emphasize the importance of professional 
development opportunities for folowers and suggest that specific leader behaviors, instead of 
personality, motivate folowers to atain higher performance levels.  
Interestingly, many authors have noted that transformational leadership has an intrinsic 
“transactional” component that characterizes its practice. According to Avant (2011), this occurs 
when people enter into agreements through a process of negotiation between stakeholders and 
the interest of the leaders. Kirby et al. (1992) highlighted this element when they concluded that 
“folowers prefer leaders who engage in the transformational behaviors associated with 
individual consideration, intelectual stimulation, and the transactional behavior of contingent 
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reward” (p. 309). Thus, the success of transformational leaders is, for the most part, strongly 
reliant on the transactional relationships that are established between educational leaders and 
their folowers. 
Transformative Leadership  
Transformative leadership is anchored in critical pedagogical principles of education 
(Shields, 2012), which are informed by an emancipatory intent. The introductory chapter of The 
Critical Pedagogy Reader, “Critical Pedagogy: An Introduction” (Darder et al., 2009), has an 
extensive discussion about the historical underpinnings of the term critical pedagogy, suggesting 
that it evolved out of the need for some consistency in “the theoretical landscape of radical 
principles, beliefs and practices that contributed to an emancipatory ideal of democratic 
schooling in the United States during the twentieth century” (Darder et al., p. 2). These major 
shifts in the landscape occured during the 1980s, due in large part to the fundamental influence 
of Paulo Freire’s ideas, along with those of other radical educators of the time, who articulated 
educational perspectives that came to be known as critical pedagogy. Key principles that 
informed these perspectives were tied to cultural politics, economics, historicity, dialectics, 
ideology, hegemony, resistance, counterhegemony, dialogue, and critical conscientization 
(Darder et al.). Moreover, Freirean pedagogical perspectives—essential to critical pedagogy— 
included an understanding of the oppressed/oppressor dialectic, a critique of the banking system 
of education, the central role of dialogue, the political nature of education, the evolution of 
critical consciousness, and education as humanizing praxis (Darder, 2015).  
Eric Weiner (2003) also utilized the educational philosophy of Paulo Freire to outline 
theoretical underpinnings of transformative leadership. Weiner defined transformative leadership 
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as “an exercise of power and authority that begins with questions of justice, democracy, and the 
dialectic between individual accountability and social responsibility” (p. 89). However, given the 
complexity and nuances involved in this definition, he and other authors have suggested specific 
tenets of transformative action to which leaders must adhere. For instance, Weiner proposed the 
folowing axioms: firstly, transformative leadership “must be understood in a democratic 
context” (p. 96), meaning that leaders must lead while promoting dialogue rather than using their 
authority. Secondly, transformative leaders must chalenge the power structures of society and 
take political action through democratic participation. Thirdly, transformative leaders must take 
personal and social responsibility for democratic ideals. Fourthly, transformative leadership in 
the classroom pushes beyond the boundaries of traditional pedagogy and alows for 
experimentation and creativity. Lastly, transformative leadership instils in others a critical 
consciousness that fights against traditional hegemonic values.  
A similar cal to action is described in the five pilars for transformative leadership 
suggested by Quantz, Rogers, and Dantley (1991). Briefly, these include: (a) schools are arenas 
of cultural politics; (b) transformative leaders should recognize that organizations must be based 
on democratic authority; (c) transformative leadership must come from al levels of an 
organization; (d) before transformation can occur, individuals must engage in critical dialogue 
while stil believing that change can occur; and (e) leaders do not gather folowers, but help 
promote conditions and discourse that cultivate more leaders. Obviously, the main focus of the 
pilars articulated by both Weiner (2003) and Quantz et al. is on democratic principles, social 
responsibility, and creativity and experimentation. These focal points, indirectly articulated by 
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Avant (2011), describe the social justice logic of instructional leadership, reiterated by Shields 
(2012) and Rigby (2013).  
In addition to the commonality of focus in transformative leadership, many authors 
(Avant, 2011; Quantz et al., 1991; Rigby, 2013; Weiner, 2003) have concurred in distinguishing 
transformative leadership from transactional or transformational leadership (or Rigby’s term, 
“entrepreneurial logic”) by noting that transformative leadership goes beyond the notion of 
exchange and organizational outcomes (Shields, 2012). Instead, they contend that transformative 
leadership requires from leaders a higher level of consciousness and critical interpretation. A 
great number of authors (Brown, 2004; Carlisle et al., 2006; Darder, 2002, 2016; Shields, 2004, 
2012) go even further, equating transformative leadership with social justice and emphasizing 
the importance of critical self-reflection and the need for educational leaders for social justice to 
constantly practice self-vigilance in order to both respect and integrate differences and confront 
inequalities embedded in their own practices (Darder, 2016). Moreover, in accordance with 
Freire, they highlighted the importance of maintaining a sense of unfinishedness in their practice 
in order to cultivate and nurture necessary social change and the transformation of institutional 
structures that threaten social justice.  
Teacher as Leader 
 Although teachers play a variety of roles within every school environment, to become 
truly transformative, they must own their leadership potential in supporting school and student 
accomplishments. Whether a teacher’s leadership role is formaly assigned, or assumed 
informaly, her/his contributions are fundamental for the entire school's capacity to improve 
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(Harrison & Kilion, 2007). A teacher’s leadership primarily starts in the classroom, where 
she/he is a role model for students. As noted by Laurie Conzemius (2014): 
When teachers demonstrate leadership in their schools, they give young people the 
courage to say ‘I can do this too.’ Seeing teachers who readily give of themselves gives 
students the courage to make a difference as wel. Teachers lead by example. (p. 1) 
This leadership as a role model extends beyond the classroom and, although it is not necessarily 
an innate quality in al teachers, it must be developed and should align with the pedagogical 
principles of Paulo Freire (Darder, 2016). 
Furthermore, the relationship between teacher leaders and their school administrative 
teams has been a topic of several studies (Anderson, 2004; Barnet & McCormick, 2004; 
Bredeson, 1989). Al of them concluded that succesful models of school leadership require the 
implementation of conditions specificaly designed to empower teacher leadership and a 
reciprocal respect for the teacher’s voice in the decision making process. Schools are effective in 
their educational mission inasmuch as their teacher leaders are able to share a common vision for 
excelence with the school leadership and the community as a whole.  
In support of the duality of roles played by teachers in the school environment and 
beyond, Ann Lieberman and Lynne Miler (2005) proposed that teachers assume three critical 
leadership responsibilities in that they: (a) advocate “for new forms of accountability and 
assessment” by chalenging the rule of high stakes testing as the only measurement of success; 
(b) innovate “in the reconstruction of achievement norms and student expectations” by helping 
schools to become communities that prepare students to participate in society; and, (c) are 
“stewards for an invigorated profession” by promoting the view that teachers are an intelectual 
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and colective endeavor (p. 153). These authors’ contentions highlight that teacher leaders not 
only influence students, coleagues, and administrators, but also are change-agents whose 
influence transcends the educational environment in a multicultural society. 
Being a Critical Pedagogue 
[For] apart from inquiry, apart from the praxis, individuals cannot be truly human. 
Knowledge emerges only through the invention and re-invention, through the restless, 
impatient, continuing, hopeful inquiry human beings pursue in the world, with the world, 
and with each other. 
-Paulo Freire, 1970, p. 72 
To contextualize my struggles for equity as a person with a disability within the 
theoretical frameworks in which this autoethnographic study is grounded, I further explore the 
meanings and implications of what scholars have writen about being a critical pedagogue that 
embraces the tenets of critical transformative leadership as a way of life. Mitchel (2007) 
contended that leadership is “a personification of one’s strength and perseverance rather than just 
an acquired skil, trait, or disposition that is only available to a talented few” (p. 9) because it 
conveys the idea that any individual is capable of becoming an effective and valuable leader 
through the cultivation of inner talents, rather than from a pre-existing condition that endows a 
select few with the ability to become leaders. Furthermore, this definition counters the idea that 
individuals in positions of power—no mater how skiled they may be—are implicitly efective 
critical leaders.  
Contemporary scholars have embraced the pilars of social justice posited in the seminal 
work of Paulo Freire in order to “move towards a decolonizing vision of leadership and a more 
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just social order” (Darder, 2016, p. 11; see also Brown, 2004; Giroux, 2003; Shields, 2004; 
Weiner, 2003). This socialy just vision of engaged leadership contends that critical leaders are:  
• Both students and teachers: Freire (1998) stated that “the person in charge of education 
is being formed or re-formed as she/he teaches, and the person who is being taught forms 
him/herself in this process” (p. 30). Thus, leadership is not stagnant, but a social construct 
that requires constant renewal of ideas through a pedagogical process that requires 
communal participation in decision-making (Darder, 2016). 
• Democratic: “Coherently democratic authority caries the conviction that true discipline 
does not exist in the muteness of those who have been silenced, but in the stirings of 
those who have been chalenged, in the doubt of those who have been prodded, and in the 
hopes of those who have been awaken” (Freire, 1998, p. 86). What Freire is implying is 
that a critical social justice leader must create “a question-posing pedagogy of leadership” 
(Darder, 2016, p. 13) and an engaged practice, which can serve as a democratizing and 
emancipatory force within schools and society. In essence, leadership deeply rooted in 
democratic ideals empowers the entire community to participate in the decision-making 
process. As Copland (2003) put it, “Scholars understand that distributed leadership is 
colective activity, focused on colective goals, which compromises a quality or energy 
that is greater than the sum of individual actions” (p. 377–378). Copland’s (2003) notion 
of energy entails both the identification of problems and concerns confronted by 
communities and the consequent distribution of leadership responsibilities in order to 
solve problems as they arise and optimize our potential for colective action for change.  
 44 
 
• Aware of his/her unfinishedness: Freire (1998) introduced this concept by stating, 
“Whenever there is life, there is unfinishednes, though only among women and men is it 
possible to speak of an awareness of unfinishedness” (p. 51). Later, he posed the 
humbling idea “that my destiny is not a given but something that needs to be constructed 
and for which I must assume responsibility” (p. 54). According to these ideas, a critical 
leader begins “from the realization that we live in an unfree and unequal world” (Darder, 
2015, p. 39) and, therefore, is cognizant of his/her limitations and capacity to complete 
the tasks at hand, accepting the responsibilities of leadership with hope, even in the face 
of oppressive forces (Darder, 2016).  
• Dialogic: This means that a critical leader is actively engaged in dialogue with the 
purpose of understanding the world in a process of self-determination, solidarity, political 
action and inquiry (Darder, 2016). Freire (1970) emphasized, “No mater where the 
oppressed are found, the act of love is commitment to their cause-the cause of liberation. 
And this commitment, because it is loving, is dialogical” (p. 89). Thus, in Freirean terms, 
dialogue is a loving act that creates an intimate relationship between equity and 
democracy. As highlighted by Shields (2004), social justice leaders who embrace critical 
pedagogy must be able to dialogue in order to construct strong community relationships. 
Building upon Shields’s ideas, Car (2011) contended that power is directly related to the 
outcome of any educational endeavor. He further stated that critical pedagogy provides 
the framework for acknowledging social inequities and that an understanding of power 
relations is key to critical pedagogy in democracy. Brown (2004), on the other hand, 
emphasized the importance of critical self-reflection and the need for the educational 
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leader to constantly check his/her morals and belief system in order to maintain a sense of 
unfinishedness. 
• Humanizing: “Respect for the autonomy and dignity of every person is an ethical 
imperative and not a favor that we may or may not concede to each other” (Freire, 1998, 
p. 59). In Pedagogy of the Oppressed, Freire (1970) explicitly noted that our vocation is 
to be human. Hence, the humanizing intent of education is consistently reflected in his 
writings (Darder, 2015). As such, Freire caled for educational leaders to embrace and 
commit to enacting solidarity, social agency, and a communal “emancipatory purpose” 
toward the establishment of a “more just world” (Darder, 2016, p. 15). 
• Engaged in praxis: According to Freire (1970), “Liberation is a praxis: the action and 
reflection of men and women upon their world in order to transform it” (p. 79). The 
implication is that being engaged in the regenerating cycle of action/reflection is a 
liberating way of life. Furthermore, living in praxis is one the most important elements of 
critical leadership for social justice in that it promotes dialogue and democracy by 
disrupting hegemonic ideals and countering oppressive structural conditions of dominant 
society (Darder, 2016).  
• Conscientized—“conscientização”: The idea that an engaged critical leader must be 
consistently involved in the process of conscientization stems from Freire’s (2008) 
contention that “the role of man [and women] was not only to be in the world, but to 
engage in relations with the world that through acts of creation and re-creation, man 
makes cultural reality and thereby add to the natural world, which he did not make” (p. 
39). In essence, this concept implies that the leader must be actively engaged in dialogical 
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practices that support the development of critical consciousness or conscientização, the 
evolution of individual and communal awareness, a respect for the cultural context, and 
emancipatory strategies to address the oppressive forces of the dominant culture (Darder, 
2016). 
Critical Disability Studies 
Living with a disability offers an individual the opportunity to explore a unique dimension 
of the Freirean concept of conscientization. It is what Charlton (1998) cals “raised consciousness,” 
which he defined as 
an experientialy evolved awareness of self. Most often, raised consciousness involves a 
change in consciousness whereby the (false) notion of disability as a pitiful, medical 
condition has been replaced by the (true) awareness of disability as a social condition. 
This consciousness is profoundly liberating. (p. 118) 
In this context, a conscientized leader with a disability, while being cognizant of her/his own 
disability identity, also recognizes that she/he is part of a broad disability community united by 
the commonalities of isolation and estrangement within the dominant culture. This raised 
consciousness, together with the readiness to confront the oppressive forces of the society, are 
liberating elements that can energize and iluminate the life of people with disabilities. In other 
words, the “disability difference” provides an individual with a disability the opportunity to 
become aware of societal issues and the empowerment of engaging in praxis, which are key 
emancipatory tenets of being a critical pedagogue for social justice leadership.  
This concept of raised consciousness of people with disabilities represents a cornerstone 
of the disability rights movement (Shapiro, 1994), a major propeling force behind the 
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enunciation of the social model of disability (Barnes et al., 1999; Charlton, 1998) and the 
formulation of the tenets of critical disability studies (Hosking, 2008; Linton, 1998; Pothier & 
Devlin, 2006). According to Linton (1998), the raised consciousness of the disability perspective 
“adds a critical dimension to thinking about issues such as autonomy, competences, wholeness 
independence/dependence, health, physical appearance, aesthetics, community, and notions of 
progress and perfection—issues that pervade every aspect of the civic and pedagogic culture” (p. 
118).  
The field of critical disability studies addresses these issues and problematizes the 
medical model of disability in such a way “that questions of civil rights and social justice are 
privileged over those cast as personal problems” (Ware, 2009, p. 400). Furthermore, critical 
disability studies atempt to establish legal norms of disability (Hosking, 2008), define strategies 
for empowerment and activism, and—most importantly—provide a vision of disability that 
claims the humanity rather than the deficiency of the body (Linton, 1998; Ware, 2009; Wendel, 
1996). With this in mind, Hosking (2008) posited the underlying principles of critical disability 
studies: 
Critical disability theory adopts a version of the social model based on the principles that 
(1) disability is a social construct, not the inevitable consequence of impairment, (2) 
disability is best characterized as a complex interelationship between impairment, 
individual response to impairment, and the social environment, and (3) the social 
disadvantage experienced by disabled people is caused by the physical, institutional and 
atitudinal (together, the “social”) environment which fails to meet the needs of people 
who do not match the social expectation of “normalcy.” (p. 7)  
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 The congruent discourses that gave rise to the disability rights movement and the social 
model of disability have been integrated into various formulations of the concept that disability is 
a social construct per se. Although these formulations are plagued by the intrinsic dificulty in 
defining “disability,” “impairment,” and “handicap” (Gleeson, 1999; Oliver, 1990; Terzi, 2005), 
regardless the definition, there are marginalizing societal factors that exacerbate existing 
disabling conditions in an individual that can be framed under the umbrela of disability 
construct (Gleeson). For example, Wendel (1996) contended that disability 
is socialy constructed in ways ranging from social conditions that 
straightforwardly create ilnesses, injuries, and poor physical functioning, to 
subtle cultural factors that determine standards of normalcy and exclude those 
who do not meet from ful participation in their societies and adds dimension to 
the concept. (p. 36)  
Thus, multiple factors contribute to the social construction of disability, and though they depend 
heavily on the societal definition of normalcy, they can be uniquely exemplified (e.g., not 
accommodating for time or failure to give people the appropriate time [Gleeson, 1999]). 
Hosking (2008) argued in favor of a contemporary view of disability which, instead of 
squarely blaming society for the failure to accommodate the needs of people with a disability, 
adopts the social model and explores “the personal experience of impairment and ilness” (p. 7). 
Charlton (1998) viewed the interelation between impairment, individual response to 
impairment, and the social environment as the struggle or tension between oppression and 
empowerment that individuals with a disability constantly face. He expanded on this dialectical 
relationship in the folowing manner: 
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Oppression is experienced both individualy and colectively. No one person experiences 
a unique kind of oppression. This is because oppression is a social phenomenon and al 
social phenomena are either structures of influenced by political-economic-and 
sociocultural factors. It is this dualism-individuality and colectivity- that is at the heart of 
personal and social transformation. (Charlton, 1998, p. 154) 
The first part of this quotation refers to the element of structural injustice in Young’s terms 
(2013), which generate the internal struggle and motivate emancipatory efforts of disability 
activism. This sentiment has been shared by other scholars, who further contended that critical 
disability studies promotes democratic ideals and counterhegemonic actions against politics and 
practices of exclusion in society (Reid & Knight, 2006; Ware, 2004); however, Charlton went 
further, highlighting the dialectic nature of the struggle against oppression exerted by 
socioeconomic and sociocultural factors, which prevail in hegemonic society as the central 
redeeming force that inspires personal and social transformation in individuals with disabilities.  
Blending Critical Pedagogy with Critical Disability Studies 
The conscientized struggle of people with disabilities against oppression is innately 
connected to the general discourse of critical pedagogy in the educational realm, yet it has been 
repeatedly argued that the specific omission of disability from the “forms of schooling that 
marginalize students” (Giroux, 2003, p. 10) is an oversight that needs to be addressed (Ereveles, 
2000; Goodley, 2007; Peters & Chimedza, 2000; Ware, 2009). In response, Ereveles issued a 
disturbing accusation of Henry Giroux, saying:  
Since Giroux has never ofered a critical analysis of disability, it is possible to read his 
silence as continuing to support traditional conceptions of disability as a medical 
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condition - a conception that has contributed to defining disabled people as passive 
clients dependent on medical and social services, rather than as a minority group with a 
political agenda. (p. 31)  
A more tempered denunciation was also made by Ware, who stated, “This silence on disability 
issues suggests the typical societal absorption of cultural stereotypes related to disability” (p. 
403). There is no question that such an omission is of particular concern to this study in that it is 
directed at one of the “most influential critical educationalists in North America and a key 
contributing thinker to the development of critical pedagogy” (Goodley, p. 3). Yet, despite such 
accusations, it is significant to note that Ware has consistently acknowledged both the principles 
of critical pedagogy and disability studies in education and enunciated the potential to bring 
about solidarity among critical theorists, critical special education theorists, and humanities-
based disability studies. Moreover, there is nothing to support that Giroux deliberately excluded 
the discussion of disabilities in his work on critical pedagogy, particularly since as conceptual 
focus is squarely placed on societal oppression and not on a specific group or population. In fact, 
in a recent interview about the impact of neoliberalism, Giroux very specificaly stated: 
It produces massive inequality in wealth and income, puts political power in the hands of 
ruling financial elites, destroys al vestiges of the social contract, and increasingly views 
those marginalized by race, class, disability and age as redundant and disposable. (qtd. in 
Polychroniou, 2013) 
As such, Giroux’s (2003) encouragement to educators “[to] reject forms of schooling that 
marginalize students who are poor, black and least advantaged…[and] the necessity for 
developing school practices that recognize how issues related to gender, class, race and sexual 
 51 
 
orientation” (p. 10) may be construed more accurately as incomplete in his listing of the 
marginalized, rather than as evidence of a bias against or disregard for the inclusion of 
individuals with a disability. 
A more politicaly constructive and reconciliatory take on the relationship between 
critical pedagogy and critical disability studies was posed by Liasidou (2012), who stated: 
Despite the fact that the notion of disability has not been explicitly touched upon in 
critical pedagogy, insights from critical pedagogy can provide a theoretical platform 
against which the notion of disability can be problematized, deconstructed and 
repositioned to probe and exemplify links amongst disability, race, class, culture, 
socioeconomic status and power (pp. 169-170). 
Liasidou accurately posited that critical pedagogy can and should be used as the theoretical 
framework with which to immerse the discourse of disability, with al the nuances related to 
issues of critical disability studies such as oppression and empowerment, into educational 
reform. Furthermore, she introduced the notion of intersectionality (which I refer to as 
“blending”) as a strategy to investigate how disability “rests upon, is intertwined with, and 
emanates from, other sources of social disadvantage” (Liasidou, p. 170). Liasidou argued that 
critical disability studies and critical pedagogy can play complementary and synergetic roles in 
questioning concepts of normality “in Western-centric versions of the ‘ideal student’ whereby 
conceptual constructs of the later are used as a heuristic framework to identify the ‘non-ideal’ 
ones” (pp. 176–177). This supports the notion that an awareness of critical forms of thinking and 
acting with regard to al oppressed groups—including individuals with disabilities—wil enable 
transformative change both at the conceptual and practical levels. 
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Peters and Chimedza (2000) have highlighted the need to blend critical pedagogy with 
critical disability studies in education as a mechanism of empowerment. They have corectly 
argued that individual and colective atempts of persons with disabilities 
to liberate themselves from oppression through educational praxis outside of traditional 
schooling reveal a great deal about the ways in which social justice gets caried out and 
about the as yet unrealized roles of schools in legitimizing individual diferences and 
achieving equal opportunity for al members of a society. (p. 246)  
With this in mind, it can be said that a school system that fails to recognize educational praxis as 
a necessary instrument to legitimize individual diferences and to achieve equity forces 
individuals with disabilities to fight for their rights outside the educational system. Moreover, 
Peters and Chimedza saw this as a two-pronged process: firstly, oppressed individuals with 
disabilities commit themselves through praxis to transformation; secondly, in a stage yet to be 
put into action, praxis leads to the formulation of a critical pedagogy that ceases to target the 
oppressed (individuals with disabilities) and becomes a “pedagogy of al people in the ongoing 
process of permanent liberation” (p. 251). Consequently, disability should be joined to other 
forms of domination such as class, gender, race, and so on in an efort to establish and nurture 
liberating voices for educational reform. 
Bossman (2015), a scholar with a disability and a former teacher, eloquently reflected on 
the impact that the suppression of voice in the educational system ultimately had on her 
transition from able-bodied to disabled person:  
If I had actualy known individuals—peers or teachers—with disabilities to be talented, 
successful, or content with their lives, I could have been less afraid to lose my mobility. 
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If I had been familiar with disability scholars, their work could have introduced 
“contradiction into the polarized categories of weak and strong, normal and abnormal, 
revered and reviled, dependent and independent, expendable and essential” (Linton, 
1998, p. 186). Even without becoming disabled, I could have been a part of the necessary 
act of dismantling the consistent distortion, marginalization, and segregation of disability. 
(p. 4). 
This heartfelt testimony emphasizes a transformative imperative for the educational system, 
including efforts to connect critical pedagogy and critical disability studies under a unified 
umbrela of study, in order to prepare social justice educators “to disrupt and question the 
segregation of disabled students” (Bossman, p. 3) and to include the voices and participation of 
leaders with a disability in the educational environment.  
Leadership Opportunities for Youth with Disabilities 
Having established the need for an aliance between critical pedagogy and critical 
disability studies in the quest for inclusivity, empowerment, and leadership opportunities for the 
disability community, I now examine the dearth of literature discussing the status of leadership 
practices for youth with disabilities. This discussion is important to this study in that, similar to 
youth without disabilities, the experiences of youth with disabilities can have lasting impacts on 
their lives in the future (Klisz, 2014). Hence, a case can be made that nurturing the leadership 
skils of youth with disabilities should begin prior to the time when key life decisions, including 
the decision to become an educator, must be made. 
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The K–12 Experience 
One of the most important roles of parents is to guide and protect children and young 
adults in preparation for the ups and downs of life. In children and young adults with disabilities, 
the role of parents becomes more chalenging and is typicaly associated with a tendency to 
overprotect. This is more prevalent in the case of girls. As noted by Nosek, Hughes, Swedlund, 
Taylor, and Swank (2003): 
there is a natural tendency for parents to perceive their disabled daughter as vulnerable, 
requiring their intervention to reduce the very real risks of physical and emotional injury 
in a society that does not accommodate or welcome persons with disabilities. (p. 1744)  
Although legislation has been enacted to increase the inclusion of students with disabilities in the 
educational seting (for example the Individuals with Disabilities Education Act and the 
Americans with Disabilities Act [ADA]), parents continue to be fearful of potentialy traumatic 
situations that may arise in school setings. Nerveless, overprotection of children with disabilities 
is not a solution; in fact, it may complicate the social and emotional preparedness of children and 
young adults with disabilities to cope with the common stresses of the schooling experience. 
Thus, as Nosek et al. proposed, “Educational eforts need to be undertaken to help parents 
understand the dangers of overprotection and to offer them tools to use in preparing their 
daughters to learn the rules of social participation through trial and error in peer interaction” (p. 
1744). The social and emotional preparedness of both the parents of students with disabilities 
and the students themselves is ultimately a critical factor in the potential for leadership to be 
ofered to a student with a disability.  
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Moreover, according to Klisz (2014), several studies assert that the development of 
leadership skils aimed to enhance self-determination and self-advocacy of people with 
disabilities can have a positive impact in their futures. As such, it would be important and 
beneficial to provide educational opportunities and school environments in which students with 
disabilities can develop, use, and refine these skils. Unfortunately, the reality is quite diferent. 
Klisz contended, “There is no published literature curently available on the accessibility of high 
school student leadership organizations for students with disabilities, nor has there been an 
argument made for improving the accessibility of such organizations, if need be” (p. 4). Thus, a 
major issue seems to be that students with disabilities are marginalized to the extent that they are 
not able to participate in leadership organizations. Klitz also noted that, although lack of 
participation frequently resulted from impediments such as physical, instructional, and atitudinal 
bariers, environmental bariers, the lack of knowledge, education, understanding, or efort on 
the part of the educational system or school staff also resulted in excluding students with 
disabilities. 
Accordingly, a complete overhaul of the exclusionary tendencies in high school students, 
administrators, and teachers, entailing a comprehensive understanding of critical leadership 
values, critical pedagogy, and critical disability issues by al members of the educational 
community (Ware, 2009), is patently necessary before there is any hope of providing efective 
leadership formation for youth with disabilities. Furthermore, it is important to highlight that, 
although the Individuals with Disabilities Education Act (197) includes specific provisions 
through the individualized education program (IEP) for the identification of adequate 
engagement in postsecondary education and/or employment in order to ease the transition of 
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every student with a disability from high school to adult-living, there are clear signs of problems 
in this process: 
1. As noted in a discussion paper by the National Center on Secondary Education and 
Transition (2004), there is a “recognition that many young adults with disabilities 
were exiting high school unprepared for adult life” (p. 1). 
2. The average high school dropout rate for students with disabilities was 38.1% 
compared to 18.6% for nondisabled students nationwide (U.S. Department of 
Education, 2013). 
3. The percentage students with disabilities enroled in postsecondary institutions was 
11.1% compared to 88.9% for nondisabled students (Snyder & Dilow, 2015). 
Powers et al. (2007) and the National Center on Secondary Education and Transition (2004) 
argued that the roots of these issues stem primarily from the limited participation of students 
with disabilities themselves in the IEP and the absence of universal design for learning. 
Moreover, the dismal results mentioned above seem to indicate that there is blatant disconnect 
between goals of the IEP and the need for leadership development for students with disabilities 
at the high school level.  
Nongovernmental Organizations 
Multiple NGOs promote the leadership of youth with disabilities by organizing the 
community, increasing awareness, and providing means to this end. Of particular note are the 
folowing organizations: 
• Chicago ADA 25 Advancing Leadership. ChicagoADA25 (2016) addresses these 
needs by providing training for emerging leaders through an annual Felows Retreat 
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and the organization of annual events that provide continued education and 
opportunity for networking and connection.  
• The National Consortium on Leadership and Disability for Youth. This 
organization uses five areas of youth development (learning, connecting, thriving, 
working, and leading) to guide their work. Their motivational discourse for leadership 
is centered on 
positive skils, atitudes, and behaviors around civic involvement and personal 
goal seting. Youth who are civicaly engaged in a positive manner, wiling to 
participate in public activity, and able to navigate the civic arena are likely to 
become adults who participate in civic upkeep. (National Consortium on 
Leadership and Disability for Youth, 2016, para. 5) 
• Youth Leadership Forum for Students with Disabilities (YLF). In California, YLF 
(2016) ofers a unique program to empower and enhance the personal, academic, and 
career potential of young people with disabilities through leadership development. 
Furthermore, YLF uses adult role models to show students how to efectively 
transition to meaningful careers, independent living, and civic engagement. To these 
ends, YLF organizes forums, provides funds, and (in general) makes sure that al high 
school students have the opportunity to participate in their program. 
These organizations represent the tip of the iceberg with respect to the needs of youth with 
disabilities. Consequently, many chalenges for these high school youth go unatended, creating 
greater chalenges as they move into adulthood, furthering marginalizing their existence with the 
society.  
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Chalenges to Leadership for People with Disabilities 
In A Geography of Disabilities, Gleeson (1999) developed a critical analysis of the 
marginalization of individuals with disability due to a general problematic perception within 
capitalist Western society of their inadequacy and dependence. This sentiment was echoed by 
Barnes et al. (1999) as they stated: “The historical experience of so many disabled people is of 
exclusion from, or marginalization and powerlessness at, the workplace” (p. 110). Consequently, 
the marginalization of people with disabilities is directly responsible for the limitation of 
opportunities for employment and, more importantly perhaps, their aspirations for leadership 
positions in today’s society. From the various sources of marginalization proposed by Gleeson 
and Barnes et al., the two most critical are economic oppression and sociospatial exclusion. 
Economic Oppression 
According to Gleeson (1999), “The oppression confronting physicaly impaired people 
can be distinguished from other forms of socio-economic disadvantage, having unique 
characteristics in terms of labour market participation, physical access, social service use, 
income levels, and political participation” (p. 132). The point here is that, unlike other 
socioeconomicaly disadvantaged groups, the disability community is multifacetedly oppressed, 
thus aggravating the severity of marginalization to levels hardly encountered by other relegated 
groups. Perhaps the most onerous is job acquisition and retention. Graham et al. (1990) claimed 
that “disabled applicants are six time more likely to get a negative response to a job application 
than non-disabled applicants” (as cited in Barnes et al., 1999, p. 113). This dismal figure is 
possibly aggravated by what Dovidio et al. (2011) referred to as “the multidimensional nature of 
prejudice and stigma” (p. 161), which targets individuals with disabilities through explicit and 
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implicit (perhaps unintentional) processes of discrimination. Important to note here is that the 
overal “costs of disability” are economicaly so steep that people with disabilities tend to be 
“poorer than many other socialy disadvantaged groups” (Gleeson, p. 134). 
Sociospatial Exclusion and Isolation 
In the United States, the problem of the inaccessibility of public spaces should be at least 
partly mitigated by the legal mandates of ADA (1991) and the amendments to ADA (2008). 
However, as noted by Barnes et al. (1999), “The harsh reality is that a fuly accessible physical 
environment is stil a dream…[in fact], research conducted across Europe and North America has 
demonstrated that routine daily tasks…are made impossible or dificult to varying degrees for 
many disabled people” (117). Furthermore, individuals with disabilities confront much more 
serious “barriers to choice in their prefered living environment in the contemporary Western 
city” (Gleeson, 1999, p. 138). Although hard to measure in specific numbers, the impact that 
these sociospatial exclusions have on the lives of individuals with disabilities are enormous, and 
are perhaps as much as—if not more brutal than—economic oppression.  
Isolation and Stigmatization 
According to Rob Kitchin (1998), the multiple oppressive impacts of exclusion on people 
with disabilities “are played out within space and are given context by space. Space is organised 
and writen to perpetuate disablist practices. Society is socio-spatialy organised to sustain 
hegemonic power within a nested set of social relationships at varying spatial scales” (p. 346). 
Kitchin specificaly emphasized the isolating effects of remaining structural bariers (post ADA) 
of a hegemonic society on individuals with disabilities by stating: 
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People with physical and sensory impairments have also been encouraged and forced to 
live in diferent spatial spheres. Segregated schools are stil common place for deaf, 
blind, physicaly and hidden impaired children, and segregated employment training and 
day-care units are not uncommon. Even within public spaces, disabled people are 
separated and marginalised to the peripheries. For example, where there are disabled 
accessible public toilets (and these are stil uncommon) they are mostly separate from 
able-bodied toilets, asexual (both sexes share the same space), and usualy locked, 
whereas the able-bodied can visit the toilet at any time, disabled people often have to 
search for the key (sometimes held in an inaccessible part of the building!). Theatres 
generaly restrict wheelchair users to certain areas within the auditorium, usualy towards 
the back or the side. (p. 347). 
Society may deem these remaining bariers as trivial, yet they are anything but to those of us 
who encounter them daily. Furthermore, the way society is spatialy organized denies the 
freedom of individuals with disabilities to conduct daily activities and “travel where and when 
they like” because, as Kitchin noted, “They are unable to walk or drive themselves and public 
transport is either poorly designed or there is inadequate provision (e.g. infrequent or unreliable 
service)” (p. 348). Thus, the hegemonic nature of society, albeit perhaps unintentionaly, creates 
de facto isolation for people with disabilities, which puts us at a severe social and emotional 
disadvantage with respect to our able-bodied counterparts.  
The argument can be made that the exclusion and isolation of people with disabilities is 
invariably associated with stigma, defined as “an adverse reaction to the perception of a 
negatively evaluated diference” (Green, Davis, Karshmer, Marsh, & Straight, 2005, p. 197). The 
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stigma of being “disabled” is a heavy load that we constantly cary in our lives, and it pushes us 
to feel displaced and marginalized. Kitchin (1998) eloquently expressed these sentiments by 
stating, “overt or implicit discrimination through cultural practices work to keep disabled people 
‘in their place’. At an individual level this is expressed through indifference and ignorance” (p. 
350). A direct assessment of the heavy impact of stigmatization on people with disabilities was 
put forth by Green et al. (2005) when they contended, “Far more problematic and potentialy 
dangerous, however, are the overt, and sometimes violent, acts of hostility and social shunning 
that result from the pronounced feelings of ‘otherness’ involved in the separation component of 
stigma” (p. 211). In essence, dominant society creates a vicious cycle for people with disabilities 
that begins with exclusion, leads to stigmatization of the unknown, and ultimately ends in 
isolation and separation.  
Intersectionality: Being a Latina with a Disability  
Authors have consistently concurred that every one of the above-mentioned chalenges 
for people with disabilities is exacerbated in the case of women with respect to men (Emmet & 
Alant, 2006; Hanna & Rogovsky, 1991). Emmet and Alant supported this assertion by stating 
that, “in general, women with disabilities are more discriminated against and disadvantaged than 
men with disabilities” (p. 445). They noted that there are gender differences in income, 
employment, and education opportunities for people with disability and that their socioeconomic 
situation may magnify these diferences. Hanna and Rogovsky summarized their conclusions 
about the added handicap of being a woman by stating, “In the USA, women with disabilities 
participate less in social relations, educational institutions, and the labor force than expected on 
the basis of male/female and male nondisabled/disabled disparities” (p. 49). These authors’ 
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contention was based on a triangle of interconnected factors that ilustrate disabled women’s 
exacerbated marginalization and isolation: a sociocultural perception of women with disabilities 
as frail (and/or child-like) individuals in need of care leads to their minimal participation in 
society, in turn creating a diminished self-concept, which ultimately determines their undermined 
sociocultural image. 
Social isolation can be severely damaging in the case of women with disabilities. For 
example, Hanna and Rogovsky (1991) noted that, “Women with disabilities are less likely to 
have children and to have intimate relationships” (p. 52). This lack of maternal fulfilment and 
romantic intimacy results in further exclusion and isolation, ultimately leading to fewer 
opportunities for satisfaction of any kind. Furthermore, in their study of women with physical 
disabilities, Nosek et al. (2003) contended that women with disabilities had “significantly less 
education, more overprotection during childhood, poorer quality of intimate relationships, and 
lower rates of salaried employment [than the women without disabilities]” (p. 1737). This 
finding aligns with those of Hanna and Rogovsky, who found that “at every level of education, 
including the highest, we find that women with disabilities have unexpectedly low participation 
rates” (p. 53). In other words, there has been consensus among authors that women with 
disabilities are particularly afected by stigma and the preconceived notions of hegemonic 
society.  
A notable consequence of the downgrading that women with disabilities are subjected to 
is their severe marginalization from fair employment and leadership opportunities (Emmet & 
Alant, 2006). Authors have agreed that the main factor for employment discrimination in the 
case of women with disabilities stems from cultural misperceptions. For instance, McDonald, 
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Keys, and Balcazar (2007) stated, “Unlike non-disabled women, cultural expectations for women 
with disabilities often exclude sexuality, work of any nature and motherhood. Women with 
disabilities are thus expected to be unable to fulfil traditional roles of homemaker, wife, 
employee, or mother” (p. 147). Hanna and Rogovsky (1991) concurred by noting, “The less 
physicaly atractive person is perceived to be relatively uninteligent, insensitive, uninteresting, 
unsociable, lacking in poise, unexciting, sexualy cold, sad, passive, aloof and rigid, and is less 
likely to be prefered for a working, dating, or marriage relationship” (p. 57). In essence, these 
authors’ works have suggested that if you are a woman with a disability, particularly a physical 
one, you are at a pervasive disadvantage in securing leadership in any realm, including but not 
limited to the personal and work-related levels.  
When one considers the racial implication of being Latina on top of being a woman with 
a disability, the situation becomes even more depressing. A Latina with a disability does not 
even know the bases against which she is being discriminated. As McDonald et al. (2007) noted, 
the isolation from society, in this case, becomes brutal as one is puled between the racial identity 
and the disability identity. Alegiances to either group are put to the test when confronted with 
situations that require positionality regarding a sense of belonging and/or a source of 
discrimination. Am I more Latina, or more disabled? 
The efects of the multipronged causes for marginalization in Western societies directly 
chalenge sentiments of equity and social justice put forth by the dominant culture. According to 
Gleeson (1999), a new formulation of social justice (a sort of “enabling justice”) is required to 
put an end to the marginalization, isolation, and stigmatization of individuals with disabilities. 
Enabling justice should be centered on a “socialy codified guarantee that al individuals and 
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colectivities are entitled to have their basic needs fulfiled” (Gleeson, p. 147). Gleeson further 
proposed that these needs fal into two categories: material satisfaction (access to food, shelter, 
etc.) and sociocultural participation (afective and social ties, political inclusion, cultural respect, 
etc.). Notably, the enabling justice discourse aims to address integraly in a very specific way the 
tenets of critical pedagogy and critical disability studies since it enables the equitable 
participation of individuals and the colective disability community into the mainstream of 
social, political, and cultural life (Fraser, 1998; Young, 2011).  
Leadership by Individuals with Disabilities: A Missing Discourse 
Notwithstanding the incredible progress made since the passing of the ADA, individuals 
with disabilities stil face discrimination and inequality in the workplace and beyond. Al too 
often, individuals with disabilities are excluded from the executive boardroom and overlooked 
when it comes to leadership decision-making (LEAD, 2015). Further, despite the wel-
documented struggle of people with disabilities to gain access to leadership positions in the 
workplace (including in education), beyond disability activism there is a blatant gap in the 
literature dealing specificaly with leadership by individuals with disabilities. The person that 
most people think of as a leader with a disability is Franklin D. Roosevelt, the President of the 
United States who contracted polio at a young age and who, according to many, is one of 
America’s most ilustrious leaders. However, together with most of the disability community, I 
have dificulty embracing President Roosevelt as an exemplar of leading with a disability 
because of his systematic atempt to hide his disability, both in public and in private, and the 
perception that he needed to cover up his paralysis and wheelchair use in order to execute and/or 
salvage his political career (Galagher, 1999). Also, Roosevelt was from a wealthy and powerful 
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family; hence, his resources were plentiful and hardly represent the reality of most people living 
with disabilities in this country.  
Other important figures living with a disability, like Christopher Reeve, have gained 
notoriety for their bravery in atempting to overcome the hardships of their disability rather than 
for embracing it. Although there is nothing wrong with bringing atention to the obstacles of 
living with a disability, there is a missing discourse in the literature about the sociopolitical 
importance of leaders who embrace their disability without the implicit discourse of them 
becoming “poster-children” for a specific cause and/or for “beating the odds” despite their 
disability (Longmore, 2016; Shapiro, 1994). This omission perpetuates invisibility and thwarts 
the leadership potential of people with disabilities. 
Consequently, in this autoethnography, I have focused on the beauty of taking ful 
ownership of my disability and my drive to become a critical leader for social justice. In lieu of 
other influential examples, scholars have discussed leadership and disability through the lens of 
social inclusion. For example, Jane Sherwin (2010) argued that there are five chalenges that 
leaders must take on in order to promote inclusivity for people with disabilities, but only 
cursorily mentions that this type of leader “could be found in people with disability themselves” 
(p. 87). 
Occupying my Disability 
In Occupying Disability: Critical Approaches to Community, Justice, and Decolonizing 
Disability, Block, Kasnitz, Nishida, and Polard (2015) bring flexibility to the exploration of 
“disability” as it pertains to multiple practical fields by deliberately applying the term of 
occupying disability to various dimensions of scholarship. Folowing in their footsteps in this 
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evocative autoethnography, I occupied my physical disability for the exploration of the 
chalenges and experiences in my journey as an educator in order to expose issues that may be 
determinant of the limited representation of people with disabilities in educational leadership. 
My occupation addressed the significant void of evidence in the curent literature regarding the 
amalgamation of critical pedagogy and critical disability studies in practical situations 
throughout my scholing, activist, and educational leadership experiences. My goal was to 
animate epiphanies and episodic data in order give voice to the dialectic of empowerment and 
oppression of people with disabilities (Charlton, 1998) and to create the space for critical 
transformative leadership within the disability community, as wel as to cal for inclusive spaces 
for transformative leaders with disabilities outside the context of the disability community. 
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CHAPTER THREE 
METHODOLOGY: AUTOETHNOGRAPHY 
…de tiera soy y con palabras canto 
- Pablo Neruda, “Oda al Diccionario” 
The purpose of this chapter is, first, to describe autoethnography as a qualitative research 
method and to provide the rationale for using autoethnography as the methodology for this study, 
along with the significance of its connection to disability. Foremost to this discussion, then, is an 
understanding of how autoethnography is defined and its application as a research methodology. 
Although the term autoethnography was originaly coined by Heider (1975) in the 1990s, it was 
sociologists Arthur Bochner and Carolyn Elis (2016) who provided the modern 
conceptualization of autoethnography as a genre of writing and research that would “extend and 
explore the use of the first person voice, the appropriation of literary modes of writing to express 
lived experiences, and the complications of being positioned within the events and experiences 
of a researcher studies” (p. 52).  
The first-person voice is implicit in the auto root of the term autoethnography and refers 
to the unique role that the self plays in any autoethnographic study (Denzin, 2010; Elis, 2004; 
Elis et al., 2011; Holt, 2003; Reed-Danahay, 1997). In the words of Norman Denzin (2010), 
“Writers become ethnographers of their own lives, moving back and forth between self and 
other, self and history, self and social structure” (p. 30). This interplay between the reflective self 
and the self being positioned in society generates a notable type of literary genre that “showcases 
concrete action, dialogue, emotion, embodiment, spirituality, and self-consciousness (Elis, 2004, 
p. 38). In other words, the autoethnographic narrative aims to provide a flexible, though accurate, 
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account of the personal experiences of the ethnographer as they are intimately entangled in the 
historical context and the social structure of society.  
Research Questions 
Two central questions informed the focus and direction of this autoethnographic study in 
an efort to criticaly reflect upon the issues, questions, concerns, and dilemmas often 
experienced by leaders with disabilities who are also leaders for social justice. More importantly, 
through this intimate process of examining my life, I was able to ofer greater understanding of 
this seldom-examined and undertheorized social phenomenon. These questions included: 
1. In what ways has my (dis)ability shaped my journey as an educator and 
transformative leader for social justice? 
2. What lessons can transformative educational leaders with disabilities learn from the 
obstacles I have encountered during my journey of empowerment and advancement 
in the educational field? 
Why Autoethnography? 
Autoethnography was chosen as the methodology for this study, first and foremost, 
because (as suggested above) it provided a unique conduit for contextualizing the narative of my 
personal experiences as a person with a disability who has been actively involved in the struggle 
for equitable leadership opportunities within an able-bodied establishment. Thus, 
autoethnography offered an efective platform for knowledge construction and enabled the 
understanding of the underlying causes of underrepresentation of people with disabilities in 
leadership positions in education while answering the research questions that guided this 
autoethnographic examination.  
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Furthermore, there are specific reasons why the autoethnographic methodology was an 
optimal research tool to atain these goals: (a) it is “friendly to researchers and readers” (Chang, 
2008, p. 11); (b) it promotes the reflective cycle that is essential in praxis (Camangian, 2010); 
and (c) it can build aliances for social change (Bochner & Elis, 2016; Smith, 2013; Star, 2010).  
Autoethnography is a Friendly Research Approach 
Autoethnography is researcher friendly because it alows the person to recal data easily 
as they themselves are the source. Also, the data are al-inclusive because of the familiarity that 
the researcher has with her or his experiences. Altogether, these features give the researcher the 
advantage of potentialy making in-depth analysis and interpretation of the data easier (Chang, 
2008). At the same time, the autoethnographic method is friendly to the reader because it uses 
storyteling to emotionaly engage the audience in the experiences of the researcher (Bochner & 
Elis, 2016; Chang; Elis, 2004). In my case, having a disability has made me especialy 
perceptive about nuances in interactions with other people, which are vividly imprinted in my 
memory. These lived experiences have certainly contributed to a unique and vulnerable analysis 
of life events, which I hope to convey to the reader in a lively and engaging fashion. 
Autoethnography Promotes Reflection and Self-Reflection 
Autoethnographers use critical self-reflection of their personal lived experiences to 
inspire others to “reflect upon their own life experiences, their construction of self, and their 
interactions with others within sociohistorical contexts” (Spry, 2001, p. 711). Further, as noted 
by Elis (2004), this is an efective research tool based on “autobiographical genre of writing and 
research that displays multiple layers of consciousness” (p. 37). I contend that the self-reflective 
and critical reflective elements that are intrinsic to autoethnography make this method idealy 
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suited to examine from a vulnerable position, not only discriminatory practices widely accepted 
in mainstream society, but also the interplay between critical pedagogy and critical disability 
studies from multiple angles and levels of consciousness. 
Autoethnography is an Aliance Builder 
Scholars from a wide range of disciplines have turned to autoethnography in their quest 
for a tool that can provide meaningful research based on personal experience with the explicit 
goal of sensitizing readers to issues of identity politics, silenced experiences, and forms of 
representation that deepen readers’ capacity to empathize with people who have been 
systematicaly marginalized (Elis & Bochner, 2000; Elis et al., 2011; Spry, 2001). As such, 
autoethnography offered a unique conduit through which I could position myself as a conscious 
member of the disabled community, social justice educator, and researcher who is clamoring to 
draw atention to the scarcity of leadership positions in the marginalized group of individuals 
with disabilities. In his colection of autoethnographic works about disability, Smith (2013) 
argued in favor of this “political agent” positionality by stating: 
This sort of commitment, this kind of politics, is a political commitment to the 
explication of lived experience, a learning-through-story for the self and audience. It is a 
way of coming to see multiple meanings inherent in what might otherwise be understood 
as single events, single contexts. (p. 21) 
Most importantly, the stream of life experiences in this autoethnography alowed me not only to 
contextualize the fight for equity of people with disabilities, but also engage others in building 
aliances for social change by exposing the quandary of the disability community (Smith, 2013). 
Also, as posited by Dwayne Custer (2014), “Autoethnography can radicaly alter an individual's 
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perception of the past, inform their present, and reshape their future if they are aware and open to 
the transformative efects” (p. 2). Altogether, these goals resonate and connect wel with the 
dialectic, reflective, and political pilars of the socialy just transformative leader (Darder, 2016; 
Freire, 1970; Shields, 2012) that I chose to embrace in this autoethnography.  
Evocative Autoethnography and Disability 
Among the multiple types of autoethnography (Bochner & Elis, 2016; Elis, 2004; Elis 
& Bochner, 1996), Pace (2012) noted that there are two central forms: evocative and analytical. 
For the purpose of my study, I chose evocative autoethnography because it enabled me to focus 
on detailed, emotional, personal narrative through episodic situations that have unfolded in the 
course of my life while at the same time maintain the critical interpretive orientation and 
cognizance of the cultural ramifications at play (Bochner & Elis; Elis; Pace). Furthermore, this 
form of autoethnography alowed for a more expansive development of what is significant and 
important to the researcher since, due to the storyteling quality of the text, it engaged broader 
audiences than other educational research methodologies (Elis et al., 2011). Consequently, 
evocative autoethnography represented the ideal methodology for my research, centered on the 
relationship between disability and transformative leadership, given that I used my experiences 
in light of Freire’s (1970) concept of conscientization and examined my position in the hopes of 
changing the perception of reality for people with disabilities (Star, 2010) by transforming 
“preconceived ideas and biases” (Custer, 2014, p. 5).  
Evocative autoethnography also represented an ideal methodology to convey 
multifaceted messages of frustration, hope, anxiety, resistance, empowerment, and so on that I 
have encountered throughout my life and that serve the purpose of presenting a particular 
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viewpoint about the struggle for professional equity of a person with a disability among able-
bodied peers. This perspective, unfortunately, has been mostly missing in other autoethnographic 
studies dealing mostly with disability identity (see, for example, Schneider, 2010, and Richards, 
2008).  
Autoethnography as a Method 
Autoethnography is a method that blends the features of autobiography with ethnography 
(Bochner & Elis, 2016; Chang, 2008; Elis et al., 2011). As in any autobiography, I wrote 
retroactively about past occurences and experiences that were not planned events for the 
purpose of this autoethnography (Denzin, 2010; Elis et al.). Instead, the experiences that are 
presented are life events that were compiled using hindsight because of their relevance to the 
overal theme of leadership and disability and their connection to the questions that inform this 
study. Some events that are discussed may have arisen in the form of epiphanies, “remembered 
moments perceived to have significantly impacted the trajectory of a person’s life” (Elis et al., p. 
2); in reality, I have been shaped and transformed by epiphanies in my life, so their recolection 
and analysis is of paramount importance to the reconstruction of my journey as a person with a 
disability striving for leadership opportunities. 
Specific forms of data that were colected for this autoethnography study included 
documents (medical and educational), newspaper articles, photos, journals, field notes, personal 
leters and emails, past papers writen as coursework assignments relating to the field of 
disability studies, etc., al of which constitute a body of physical evidence positioning me 
squarely in both the educational and disability domains of society (Wal, 2008). Most 
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importantly, the central element that drove and oriented the data colection process was my 
recolection of epiphanies, events, conferences, travel experiences, and so forth. 
As noted by Chang (2008), “Memory is both a friend and foe of autoethnographers” (p. 
5). In my case, some of the events that I present and discuss occured more than 15 years ago, 
and I would be remiss not to accept that many of the details may have blured over time. 
However, as Elis (2004) contended, “Reconstruction of self occurs partly through remaking 
memory” (p. 175). Thus, I postulate that time lapse does not invalidate the power and importance 
of my memories, but that my use of them creates a unique critical discourse about disability and 
leadership that is clearly centered upon the self. 
As a researcher, I embraced the approach of using the literature not only to analyze the 
data but also to “use personal experience to ilustrate the facets of cultural experience, and, in so 
doing, make characteristics of a culture familiar for insiders and outsiders” (Elis et al., 2011, p. 
3) in an efort to create an engaging and relevant discourse. To this end, my experiences as a 
leader with a disability working in the educational field elucidate the inequities and chalenges 
faced by other members of the community as documented in the literature. Accordingly, this was 
accomplished, as suggested by Elis (2004), in a two-step process: first, I recounted my story in 
evocative detail, hoping to hold the readers within the emotional context of the experiences. 
After this took place, I connected my story to the theories of critical pedagogy and critical 
disability studies through a critical analysis and discussion of the knowledge and meaning that 
emerged from the autoethnographic material. 
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The contextualization of the self- (auto) component of my study with society and culture 
is encompassed within the ethno component. This folows the idea succinctly explained by 
Neuman (1996) as: 
Autoethnography is a form of critique and resistance that can be found in diverse 
literatures such as ethnic autobiography, fiction, memoir, and texts that identify zones of 
contact, conquest, and the contested meanings of self and culture that accompanies the 
exercise of representational authority. (p. 191) 
Accordingly, the autoethnographic researcher must avoid self-indulgence and “foster 
interpersonal communication and intercultural compassion” (Camangian, 2010, p. 184). To this 
end, I employed a critical lens for examining the oppressive nature of the able-bodied 
establishment (dominant culture), exploring the connections within and across other oppressed 
cultures and defining strategies for “hope and colective resistance” (Carey-Webb, 2001, p. 137). 
In this context, I also was atentive to maintaining a balance between the autobiographic data that 
I presented and its societal implications on oppressive cultural structures.  
The Research Design: Writing an Autoethnographic Study 
To engage readers in the evocative narative of my autoethnography, I interwove the 
presentation of the data with its interpretation, thereby giving the reader an opportunity “to enter 
into dialogue with…[my] existence as wel as their own” (Bochner & Elis, 2016, p. 82). By 
using this reflexivity technique (Humphreys, 2005; Wal, 2008), I (as researcher) intentionaly 
embraced and sought to highlight the importance of living a critical praxis of leadership as a 
social justice leader with a disability. 
 75 
 
Data Organization 
The autoethnography was structured mostly as a chronological evocative narative of my 
experiences during three key epochs of my life: 
1. K–12 student (both in public and private schools);  
2. disability colege activist and leader at UC Berkeley; and, finaly, 
3. high school teacher for the past 11 years.  
The storyteling within these three key time periods in my formation as a leader with a disability 
consists of episodic descriptions of events that shed light on the ways in which the limited access 
to leadership opportunities in the educational field has been influenced by my disability and, 
from this perspective, to infer how sociopolitical contexts may determine the level of equity 
atained by people with disabilities in today’s society.  
The approach to the data organization that I used for this study folows the concept that 
“the storyteler is the architect and engineer who takes the raw material of experience and builds 
a structure to contain it that puts the part in their right places” (Bochner & Elis, 2016, p. 93). 
Consequently, I used timelines and themes within each of the three aforementioned epochs of my 
life in order to alow the reader to properly capture the spatiotemporal situation of the narative 
and to provide an arch for me to frame my storyteling. As expected, the thematic structure of the 
data in one time period informed the events presented in a subsequent period, thus creating a 
fluid and consistent storyline.  
Analysis of the Data 
When writing this autoethnography, I kept in mind Chang’s (2008) suggestion that, “in 
qualitative research, the step of data colection is not always sequential to or separate from that 
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of data analysis/interpretation” (p. 8). My narative does combine the chronologic presentation of 
autobiographical data with the analysis of its implications towards the understanding of 
sociopolitical issues. I employed a “thematic analysis of narrative,” as suggested by Elis (2004, 
p. 196). Through this process, I treated stories contained in my personal narrative as data and 
used “analysis to arrive at themes that iluminate the content and hold within or across stories” 
(p. 196). The search for themes within the data makes the “personal experience meaningful and 
cultural experience engaging” (Elis et al., 2011, p. 4). More importantly, as these authors have 
contended, that this was done by storyteling makes it possible that personal and social changes 
can reach a wider audience.  
The critical interpretation of the data was grounded in the folowing strategy: (a) review 
the data to identify themes, (b) write analytic memos for each theme while identifying its 
spatiotemporal characteristics, (c) study memos for interpretation of the themes, and (d) 
summarize findings (Hatch, 2002). This colection of interpretations and themes was 
appropriately linked to the autoethnographic narrative and its connection to the literature 
discussed in Chapter 2, from which implications and recommendations were contextualized and 
discussed at the end of Chapter 5. 
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CHAPTER FOUR 
SOFIA’S STORY: AN AUTOETHNOGRAPHY OF EMPOWERMENT 
There are very few people even with the most severe disabilities who can't take control of 
their own life. The problem is, the people around us don't expect us to.  
-Ed Roberts (qtd. in Reasoner, 1989) 
At the heart of a critical autoethnographic study is the personal story of the researcher, 
from whence implications, conclusions, and recommendations in conjunction with the literature 
can provide insights and greater understanding of a social phenomenon. This is never an easy 
process in that it requires close consideration of what to include and exclude in the writing of the 
story. In this case, the process was grueling and emotionaly exhausting beyond simply the 
mechanics of writing, organizing, and assessing the text. This is not an unusual experience, 
however: writing an autoethnography often requires a deep dive into unchartered personal 
history, along with the critical reflection required to support and guide the organic evolution of a 
story that can both ilustrate and substantiate a social phenomenon.  
In keeping with this tradition, this chapter encompasses the autoethnographic data that 
supports the analysis and conclusions for this study, based on my lived experience as a person 
with a disability striving for leadership opportunities in the educational realm. The chapter is 
divided in three major sections: (a) a description of events and life experiences that shaped my 
early years, culminating with my years in high school, (b) an account of experiences as a student 
leader and disability activist in the university, and (c) a recount of salient moments that have 
shaped my life as an educator for social justice. These sections summarize my quest to become a 
transformative leader with a disability and the relationships and events that inspired me to do so. 
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As with al autoethnographic studies, a large portion of the narative presented in this section 
comes from my memory of events and experiences (to the best of my recolection), as wel as 
conversations and reflections with family, friends, and coleagues. 
Introduction to My Life 
When starting the process of writing this autoethnography, it became clear to me that I 
needed to first discuss my relationship with my parents, who from the beginning have played key 
roles in my life. It was my thinking that through this process I could beter understand their 
initial reaction to my cerebral palsy diagnosis, the way they chose to raise me, and how my 
relationship with them helped to shape my view of self and my place as a subject of history in 
the world. 
Parental Discretion Advised 
Having a disability made my relationship with my parents more complicated than it 
might be for most. They are not only my parents, but also my caregivers in many circumstances, 
and those lines are, at times, hard to distinguish. I have always had an easier relationship with my 
father, although he has always been very strict about his expectations of me. Growing up, I never 
felt that my father lessened his goals for me due to my disability; in fact, I have always believed 
that he pushed me harder because of my disability, especialy regarding academic performance. 
My dad knew (and I hope he stil knows) that my intelectual pursuits would be what would 
make me a successful leader in whatever I chose to do. I have always valued the connection that 
we have. My father wants the world to see the person and leader that he sees in me and that I see 
in myself, and it is very dificult for both of us when the rest of the world does not seem to 
appreciate the qualities and values with which he raised me. We are alies; unfortunately, 
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because of this and the fact that we both have strong personalities, it has been very dificult 
whenever we disagree about the path I would take at diferent junctures in my life. Although my 
father tends to be overprotective and does not want to see me risking failure, history has proven 
that my persistence wins in that I have mostly prevailed. 
My mother has always been my main caregiver, even when I was away at colege. While 
I was growing up, we had the ultimate hate/love relationship because of my wanting to push her 
away in order to prove my independence. Unfortunately, I was often smacked in the face with 
the reality that no mater how hard I tried not to need her, I did. This has been (and stil is) a very 
chalenging aspect of a complex mother/daughter bond confounded by the atendant/person with 
a disability relationship. In my adult life, my mother and I are the closest of friends on most 
days, and I know that she sees me as the independent leader that she has always wanted me to be. 
However, on other days when we are in the midst of our clashes, I retreat to my younger years 
when I was a person with a disability who simply needed to be cared for.   
How I Came to Be 
To ilustrate my parents’ perspective about what it has meant for them to raise me, I 
present below excerpts of conversations with them, first with my father, then with my mother. 
My Father’s Perspective 
The folowing is an excerpt from a conversation between my father and me on October 
10, 2016. 
Sofia: Al right, so doctors thought that I was going to be stilborn… and what? 
Father: Your mother was bleeding and not in very good shape. The doctor was 
not acting rapidly enough, and we didn't understand what he was doing 
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waiting. Then, a nurse came in, and she said, “look, this baby wants to 
live,” and then the doctor reacted and said: OK, let's get the baby. And 
then you were born, and you were tiny, tiny, tiny. I have a picture of you 
fiting in the palm of my hand, almost entirely in my hands. You were 
realy tiny. Then, you were taken to the intensive care unit and they had 
to put you on a respirator and periodicaly take your vital signs to be sure 
that you would be fine. At the end, you were breathing normaly on your 
own, and everything was okay. You were living fine! After that, we 
wouldn't be able to visit you too frequently. Your mother stayed in the 
hospital the first days, of course. Then she came home, and we left you at 
the hospital, and we would come with everybody in the family to visit 
you.  
Sofia: How long was I in the incubator? 
Father: I think it was about three weeks or something like that. I don’t remember 
exactly, but there was a long period of time in which you were in the 
hospital, and we would come to see you.  
Sofia: When did the doctor tel you that I was not… “normal.”  
Father: You were perfectly fine. You were feeling wel, and you were gaining 
weight. Everything was looking perfectly fine.  
Sofia: So, the doctors escaped the big one. 
Father: But I knew, and the doctors had already told us that prematurity usualy 
leads to problems, but they were not sure at that point if you were to have 
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other issues. Everything was sort of normal, but they could not say too 
much when you were so litle. They had to see you growing. And you 
started growing, and you were gaining weight, and everything was going 
perfectly fine. 
Sofia: So, when did you recognize that something might be wrong? 
Father: Your mother I started recognizing that at the age that babies had to start 
moving more and turning around more by themselves, there were 
movements that you were not able to do, but we never were totaly sure. 
And I think your mother was actualy the first one that noticed that you 
could not hold the head very wel, the way that we would think should be 
the case. Also, you were not moving enough, and you were very quiet on 
the bed, not moving and twisting around as most babies do. So, we 
started geting ready for that.  
Sofia: Do you know what “that” was? Did you know that it was CP [cerebral 
palsy]? 
Father: Yeah, we knew that that kind of lack of movement… 
Sofia: But did you know what it was caled? Did somebody mention to you 
that it was cerebral palsy? 
Father: Yes, yes. We knew that the kind of premature birth that you had and the 
possibility of hypoxia could eventualy be associated with developmental 
disabilities. That was something that we learned very early as a 
possibility, but doctors only mentioned it as a possibility for which we 
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had to be prepared while waiting to see how it developed. That is exactly 
how it went; it was developing. 
Sofia: Did you guys do research? 
Father: A lot. I knew everything, and al the gambit that could be associated with 
that. 
Sofia: And what was your reaction to the gambit of possibilities? 
Father: Wel, some of the possibilities were very scary, and the possibilities that 
you would have some kind of mental deficit, some kind of mental 
retardation, al of those things were in the pallet at that moment. We did 
not know how far it would go and if it was going only to be a physical 
disability. I mean, al the things you start learning as time goes by. So, 
there was some mystery, and we lived every day, and we were looking at 
you growing, and we were happy because you were beautiful, and we 
were encouraged by the way that you were growing, the way that you 
were smiling; your atentiveness always was surprising. Your beginning 
to talk was very advanced, very good, and were very encouraged. As time 
went on, there were a couple of things that come to my mind. One is that 
they did an electroencephalogram to evaluate the electrical activity of the 
brain. The results were extremely encouraging in terms of the electrical 
activity, but there were problems pointing to the kind of damage that you 
may have had. So, we started questioning right away what kind of 
impairment would you have. The one thing that I was totaly clear about, 
 83 
 
and that was my total obsession, is that you were bright as hel! I knew 
that for a fact, and the doctors were not going to tel me anything 
diferent. Because you were very sparky! But the question was what was 
going to happen with the movement part? And we got a meeting with one 
doctor, I don’t remember his name (and I don’t want to remember it), and 
that guy was a neurologist, and he was so brutal that he told me: “Look, 
your daughter has cerebral palsy, and this means that although we do not 
know how far it is going to go, she is going to have severe problems 
everywhere… in everything.” I realy remember … I said, “you are an 
idiot, you cannot say that about her.” He started disputing this with me, 
but my conclusion after that visit was that we may have to struggle with 
lots of problems, but that for me, your cerebral palsy meant physical 
problems. I was absolutely convinced that you were not going to have 
mental problems. But after coming back from this doctor visit with you 
and your mom, I remember driving back and having to stop the car, and 
we were both crying like crazy. For me, it was a catharsis at that moment, 
and we said, “this is it, we have to live with this.” 
Sofia: But what made you cry at that moment? 
Father: The realization of the fact that you were going to have a diferent kind of 
life. Because we realized that there were difficulties and problems to face. 
And at that moment, with your mom, we decided that this was it! 
Meaning that this was our life, that the love of our life is Sofia, so we 
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were going to go with her and do the best we can. To help you live was 
what we have done. Essentialy, that was a turning point for us in the 
sense that we embraced your CP as part of our life. And that was an 
important moment! 
Sofia: And that was right after the doctor? 
Father: Yeah. Right after that doctor! After that we had a life ful of doctors, 
medical exams, muscle relaxation surgeries, rehabilitations, al those 
things that we have gone through, and that you know wel! The other 
thing that we started immediately working on was early intervention. We 
started making connections at UCLA [University of California, Los 
Angeles] because of the realization that early intervention would help 
your limitations in terms of motor skils and transform your intelectual 
skils. We placed you in the UCLA Early Intervention program when you 
were two years old. You received a fantastic education suited exactly to 
the way you had to deal with things such as numbers, leters, and the fact 
that you could not hold a pencil, etc.   
My Mother’s Perspective 
Interestingly, diferent interactions and feelings marked my mother’s recolection of the 
same days and events, as demonstrated in this excerpt from a conversation we had on October 
10, 2016. 
Sofia: When was the first time that they told you that I had CP? 
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Mother: The truth is that I do not remember! But obviously was within the first 
year of your life. 
Sofia: But OK, when was the first time that you truly realized that I had a 
disability? 
Mother: It was not al at once. It was litle by litle; it was gradual. Because we 
would sit you on the bed, and you would fal over. And that was weird. 
When my mother came to visit us from Chile when you were four to five 
months old, she noticed that when we tried to sit you in a corner, you 
would fal. And other babies at that age would sit. The other thing we 
noticed when we went to the doctor was that when we try to stand you 
up, your legs would cross. Your legs had a lot of spasticity. We knew 
that you had some sort of damage. However, what impacted me the most 
was when you were at the UCLA Early Intervention Program, and I 
asked the program director, “what type of life is Sofia going to have 
when she is 10 years old?” She responded, “she is going to be in an 
electric wheelchair.” That moment for me was very impactful! 
Sofia: And what was your reaction? 
Mother: I did not believe her of course! Because at that moment you crawled, 
and you walked with a walker; we were in that process. I was totaly 
determined that you were going to walk. For that reason, we had John [a 
physical therapist], and were engaged in other resources.  
Sofia: But when did you realize that walking was not going to happen? 
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Mother: It was litle by litle, as you struggled so much to move, and with 
physical therapy and walking with the walker. The experts always said, 
“Sofia is super smart, and she realy wants to put al her energy into the 
intelectual, and she does not want to put the energy into walking 
because it is too hard.” You fought it so much, Sofia. 
Sofia: OK, going back to the day that you were into labor, obviously, they did 
not tel you I had CP, but what do you remember? 
Mother: When I was in labor, and later after you were born, al I knew was that 
you were very premature, but there was no sign that you were going to 
have any problem. 
Sofia: But did they tel you stuf? 
Mother: No. No idea that you were going to have any problem, other than you 
were very premature. You were super smal, but you did not have the 
typical respiratory problems asociated with premature birth. What I 
know is that I was bleeding, and the emergency room doctor did not 
want to accelerate your birth because I was less than seven months 
pregnant.  
Father: [joining conversation] I also remember that when Sofia was very young 
and at the UCLA Early Intervention Program, we had a conversation 
with Rachel [the program director], and she said, “there is nothing that 
you are going to do, she [Sofia] is going to choose if she wants to be a 
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scholar or a walking person. It depends where she wants to put her 
energy.” 
Mother: I already told her that. 
Father: The conversation with Rachel impacted us a lot because, after that 
moment, we learned to respect your priorities and that you favored the 
intelectual aspect of your development over the physical aspect of your 
development. Since the advice was wise and coming from an expert, we 
decided to give you [Sofia] the liberty to make your own decisions 
regarding where to put your energy and wil.  
Normal but Not: Sibling Relationships 
Belonging to a close-knit Chilean family has its advantages and disadvantages. I have 
always felt very protected by my siblings, especialy my oldest sister (10 years my elder), while 
at the same time, I have not always felt that they see me as the independent person that I am. I 
have always imagined that growing up with a baby sister with a disability was not easy for any of 
them. I acknowledge that my parents have always devoted a significant amount of time to me, 
which in other circumstances might have been more equaly distributed.  
Some of the writen records of the dynamics with my sisters date back to when I was 
three years old at the pre-K early intervention program accompanied by my sisters Juliana and 
Fernanda. Excerpts from them ilustrate my positionality in the family, as seen by the program 
director in this excerpt from her six-month interval evaluation (dated January 9, 1984): 
She is diferent in one aspect from her three older siblings in that she commands adults 
about her to sit with her and play with her. She uses this mechanism no doubts because 
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she lacks mobility … Sofia is particularly close to her oldest sister [Juliana] and talks 
about her at school with the teachers. 
In a slightly later evaluation (dated July 2, 1984), the program director noted: 
Because she has such a strong personality, she somewhat manipulates the situations with 
the “softer” members of the family, such as her mother and one of her sisters [Fernanda].  
This anecdotal information confirms my perception of what it was like growing up with my two 
sisters. I greatly admired my oldest sister, Juliana, because of her musical talent (she is a 
successful professional violinist now). I remember siting with her for hours while she practiced 
and acting as her human tuning fork, alerting her when she would play out of tune. My 
admiration for her persists today. However, the closeness of our bond has shifted toward a 
cordial relationship, but one that has not quite matured from the overprotective big sister-to-baby 
sister of the old days. Logicaly, I acknowledge that siblings with the age gap between my sister 
and me may feel a certain degree of overprotectiveness and distance. However, in our case there 
is a not-so-subtle feeling on my part that she stil sees me as the disabled sibling who hasn’t 
grown to become an independent woman.  
It is also true that there is a certain degree of manipulation on both sides of the 
relationship between Fernanda, a social worker, and me. I know that I can count on her for just 
about anything, and this is a great feeling! However, she also knows what butons to push in me 
to make me feel very smal. We have had many batles throughout our lives, especialy now in 
our adult lives, when she (perhaps unintentionaly) insinuates things to the efect that it is her 
duty to take care of me, while being aware that becoming somebody’s burden is my ultimate fear 
in life. Though these sentiments shade our relationship, ultimately, we are friends, and I feel that 
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of al of my siblings. However, I believe that Fernanda is the most aware of who I am and who I 
want to be. 
Jaime is only five years older than me. Thus, he was the sibling I most looked up to 
because we were raised together for the most number of years. He was everything I wanted to be; 
moreover, he had two atributes that I realy wanted: to be athletic and to be popular. I remember 
going to most of his sporting events and out as a chaperone on his dates. In fact, I was very 
thriled that he gave me any atention at al. Later in life, when Jaime became a lawyer, I was 
determined to folow in his footsteps; consequently, he was the reason why I declared a political 
science major in colege with the intention of becoming a lawyer myself. Interestingly, an 
important conversation with him during my senior year of colege dissuaded me from pursuing 
law school. 
Sofia: What do you think I should do when I graduate in a few months? I am torn 
between disability law and possibly pursuing teaching. 
Jaime: Think deeply about law school. If you are not truly passionate about copious 
amounts of reading and the law in general, don’t do it! 
Sofia: Do you see me as a lawyer? 
Jaime: I can’t answer that for you, but I think you can do a lot of good as a teacher. 
This approval from the person from whom I have always sought approval gave me the impetus to 
begin seriously pursuing a career in education. Sadly, to this day, I often catch myself seeking 
afirmation from a brother who, while being very important to me, I see as increasingly aloof to 
the realities of my life. I sense that in our adult lives, he stil does not fuly understand me and 
does not recognize the adult person that I am and the leader that I am becoming. Perhaps it is my 
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wanting too much, but I believe that he puts me in a “diferent” category from his friends and/or 
other family members and that had I been an able-bodied person, our relationship would have 
been a lot closer. 
Overal, I know that my parents and al members of my family have always supported me 
unconditionaly, and they created a home environment in which I have been shielded from the 
discriminatory atitudes and actions from society that are brought on by my “diference.” 
Although this shielding, or protection, comes from a place of love, it has undoubtedly influenced 
the manner in which I interact with people. It takes me a while to feel comfortable showing my 
ful self to people. I often use humor to mask my fear of rejection, but that does not always lead 
to breaking barriers and/or to open communication. Although this shyness may be intrinsicaly 
related to my disability, the fact of the mater is that the safe and nonthreatening environment of 
my home has not always empowered me to “leave the nest” and show emotional vulnerability in 
my personal relationships. I realize that there is a subtle diference between protectiveness and 
overprotectiveness; however, it is dificult for me to say whether my family has or has not 
crossed that line. 
My Early Years: Elementary Utopia—Ignorance is Bliss  
Elementary school should not be a dificult time for anyone, and it was not explicitly so 
for me. I do remember noting my “diference” but being comforted by the fact that I had a best 
friend, Eddie, who was also in a wheelchair. In retrospect, I realize that our togetherness was 
forced by sharing an atendant as mandated by both of our individualized education programs 
(IEPs); nonetheless, I was comforted by the fact that we experienced life together.    
 91 
 
My First Motorized (Yelow) Wheelchair 
I was in second grade at Sunshine Elementary School in Los Angeles when I first 
realized just how diferent I realy was from my peers. That morning I woke up very excited 
because I was going get a motor instaled on my bright yelow manual wheelchair. The 
salesperson was going to come to the school to instal it so that I could show it of to my friends. 
I was puled out of Mrs. B’s class so that the work could be done, and I was beaming from ear-
to-ear. My life was going to change, and I was finaly going to be cool in the eyes of my 
classmates. I could race them around the hal and give them rides. After the motor was instaled, 
I grab the joystick and recklessly drove into my classroom; I almost expected applause! But 
instead, what I got was funny faces and cockeyed looks that deeply hurt my feelings. The smile 
immediately vanished from my face, and I spent the remainder of the day trying to figure out 
how to drive the chair alone, recognizing that no mater how cool I felt in my spunky yelow 
motorized chair, it did not erase my “difference” as I hoped it would. 
Making Friends by Popping Wheelies 
Any time I wanted to impress the able-bodied contingent of my elementary school, I 
would just to do one thing: pop a wheelie. I used this technique to make myself feel popular, 
although I in fact fel out of my chair several times while atempting to prove my coolness. In my 
young eyes, it worked! For that day, I had a group of “friends,” but I don’t think I was invited to 
nearly as many birthday parties, sleepovers, playdates, etc. as my non-disabled classmates. 
Teachers’ Pet 
The one place where I felt “normal” at that age was in the classroom. Since I did 
everything and anything my teachers asked me to do, I gained the reputation of being the 
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teachers’ pet. But I did not mind it! Of course, the teachers’ atention and niceness at that 
moment made me feel good and liked, but I suspected that their atitude toward me (and Eddie 
for that mater) was not in the same playing field with respect to the rest of the class. In 
retrospect, I realize that my elementary school teachers were overprotecting me and that this 
“special treatment” did not prepare me for the discriminatory practices I faced during rest of my 
K–12 experience.  
Middle School: Stick Out Like a Sore Thumb to the Nth Degree  
As I entered middle school, I knew it would be hard because I had watched so many 
movies describing how horendous it can be. I stil thought that I was ready to confront the 
chalenge—although for the first time in my educational experience I was separated from my 
friend Eddie. Starting in sixth grade, I was mainstreamed into honors classes with a one-on-one 
aide who accompanied me to classes to serve as my note taker and personal atendant. Having an 
older woman (who, to boot, was very eccentric) folow me around did not do marvels for my 
social interaction with classmates. I was almost immediately ostracized and realy had nowhere 
to turn for friends. 
Furthermore, my idylic experience with teachers in elementary school was drasticaly 
changed to one of indiference, confusion, and isolation in middle school. Teachers would rather 
not deal with me and just placed me in the back of the room where I was out of the way. Also, in 
spite of being mainstreamed, I felt as though I were always being asked to prove my own 
intelect to my teachers because I could not write on my own and needed others to scribe for me. 
This atitude of suspicion was specificaly noticeable from my eighth-grade science teacher, who 
would question me verbaly after completion of every homework assignment (scribed by my 
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mother) just to be sure that I knew the content; oddly, I never saw him do this with other 
students.  
I eventualy found solace in the special education classroom at my school. I would hang 
out there during lunch, and I was eventualy alowed to become a teaching assistant for the class. 
At first, I was thriled: I found a place to belong. However, as time passed by, I felt stuck 
between two worlds: I craved the intelectual and social acceptance of my nondisabled peers, but 
I struggled to connect with my peers with disabilities. To cope with the situation, I distinctly 
remember making up stories about how many parties I had gone to, how many friends I had, how 
many boys were interested in me, and so on. This ilusion made it seem as if I was much happier 
than I realy was, but it also created a deep sense of frustration and sadness in me.  
Welcome to Hel: Bloomfield High School 
If I thought middle school was bad dream, high school was a nightmare. From the very 
beginning, I was tormented for being the mainstreamed disabled girl in the honors classes. I was 
almost daily caled “cripple” and laughed at. Students would disconnect power to my motor so 
that I couldn’t move, and al I was trying to do was to “fit in.” It would have been bad enough if 
I felt antagonized only by felow students outside the class, but what made it torturous for me 
was that the teachers and administrators practicaly sided with the bulies, destroying the safety I 
had felt in the classroom seting while in elementary and middle school. 
As memory serves, Mrs. D., my ninth-grade English teacher, never believed that I could 
do my own work and always assumed that someone else (either my parents or my aide) was 
intelectualy responsible for my ideas. I remember writing a paper on Romeo and Juliet, and the 
day I received the paper back, there was a big F on it. When I approached Mrs. D. about it, she 
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said that there was no way I had writen the paper: the language was too sophisticated for 
“someone in my position.” One of the main reasons that I survived the chalenging environment 
at Bloomfield was that when I moved to this school, the district provided me with a new one-on-
one aide (Eve). She was young, lively, and realy understood me. We became fast friends. 
However, in May of my freshman year (1997) while my parents were in Chile, I received a cal 
from Eve; the conversation went like this:  
Eve: I was fired today. 
Sofia: What? Why? I don’t get it! 
Eve: I don’t know. They just told me I couldn’t come back tomorow. 
Sofia: They didn’t tel you anything? We need to find out why. My parents get back 
tomorow, and we wil figure it out. 
Eve: What is going to happen tomorow? 
Sofia: We’l see. 
The next day, my parents asked for an emergency meeting with Mr. K. (Bloomfield’s principal.) 
The reason for Eve’s dismissal was not made clear to them, but alegedly a complaint had been 
lodged against Eve for arriving late to my adapted physical education class and for not taking of 
her sunglasses when asked to do so. Nothing could be done to reinstate her at that moment.  
In subsequent months, while my parents and I tried to remedy this obviously unjust 
decision, my academic and social life at school only got worse. It was a literal hel! The school 
counselor (Mrs. O.) adopted the atitude that I was problematic, openly aleging that I demanded 
too much every time I presented her with a concern or problem. In fact, on one occasion,  she 
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literaly caled me “a spoiled brat,” and I was regarded by the school administration as a problem 
child.  
 During the summer of 1997, I atended the only other high school within miles of my 
home that could accommodate me as a wheelchair user. Luckily, for this period the district 
agreed to reinstate Eve as my personal aide, but it was made clear to me that she would not 
become my aide during the 1997–1998 year. However, to my chagrin, I found that the “grass 
was not greener” at this other school; I was stil tormented by the student body, and I was not 
taken seriously by the faculty. In August 1997, I found myself betwen a rock and a hard place; 
my two transition options were to either stay at Bloomfield or go to a whole new school, in either 
cases without Eve as my aide. 
Knowing that it would be helish but facing a situation that I was used to, I chose 
to stay at Bloomfield. Big mistake! The problems started the first day when I entered my 
classes to find that none of the rooms had a desk set up for me. Below is an excerpt of a 
leter writen by my parents on September 12, 1997, to Mr. K. expressing concern over 
this situation approximately a month after the school year began. 
Dear Mr. K: 
Our daughter Sofia is without a desk in three of her classes. The teachers 
in those classes have been requested by Sofia to corect this problem. Mrs. O., her 
counselor, has also been informed. Nothing has been done yet. 
Needless to say, a desk is indispensable for Sofia. Already, in one test she 
answered a question incorectly because she did not have the writen 
questionnaire in front of her. 
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After that leter, it took at least another two weeks for the issue to finaly be resolved.  
More troubling than this was that, while I tried to maintain my academic performance, I 
felt a rising animosity from students, teachers, and school administrators, which made it almost 
impossible for me to survive. The situation was aggravated because, during the first few months, 
the district employed six diferent one-on-one aides, none of whom were suitable for various 
reasons (e.g., non-English speaking, dyslexic, physicaly unfit to help me, etc.). 
This dreadful situation escalated to the point that my parents and I had no other recourse 
than to request a school transfer at a due process hearing on the folowing basis:  
After a year of conflicting interaction with the administration of [the] High School in 
regard to one-to-one aides, teachers’ atitudes, adapted physical education, extra 
curicular activities, and counseling, it has become apparent that the LAUSD [Los 
Angeles Unified School District] is incapable of providing a least restrictive environment 
for Sofia’s educational, social and emotional growth. [Excerpt from SOFIA VERGARA 
VS. LOS ANGELES UNIFIED SCHOOL DISTRICT SN 954-97, December 2-3, 1997] 
Unfortunately, we lost the possibility of remediation of the situation at the hearing, and my 
situation at Bloomfield continued to deteriorate, leading to my parents and my deciding to hire 
an atorney who specialized in disability issues to advise us for the upcoming annual IEP in 
February 1998. As I document below, the goals for that IEP were quite reasonable but demanded 
the district’s colaboration in ensuring the folowing: 
• I was provided a key to the only fuly accessible bathroom on campus. (Photographic 
evidence was presented of a large bruise that I had goten when I was taken out of my 
chair while atempting to get into an inaccessible bathroom stal.) 
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• I was provided a permanent one-to-one aide who was physicaly and intelectualy 
capable in assisting with al of my needs.  
• I could participate in extracuricular activities with non-disabled peers and that these 
activities should provide accommodations for my physical disability. 
• The school should provide adequate desks in every class to accommodate for my 
needs. 
• The school should provide duplicate textbooks. 
• The teachers should alow extra time for the completion of tests in rooms where I 
could finish the tests in silence and without distractions. 
• The school should provide instructional aides to enable me to handle mathematical 
and scientific notation, and teachers must permit alternative testing options. 
• I should be provided access to a counselor with whom I felt comfortable discussing 
my problems and concerns in academic maters. 
• I should be advised by the school counselor in regard to my intention to be accepted 
in a four-year colege. The counselor should identify areas of academic weakness and 
strengths. [Excerpt: LAUSD, Division of Special Education, IEP February 11, 1998] 
I distinctly remember that I started to cry while the contentious arguments were 
happening in the IEP. Seeing my distress, Stan, our lawyer, took me out of the room, calmed me 
down, and asked me bluntly, “What do you want to happen?” I remember replying, “The only 
thing I want is to get out of this school.” Almost unbelievably, less than a week later (February 
14, my father’s birthday), since I stil had not received the above-mentioned key to the accessible 
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restroom, I was injured (hairline fracture of my right femur) while being transferred to an 
inaccessible bathroom. That was the last straw, and I never set foot in Bloomfield again.   
Return to Bliss: Olympia High School 
After a month of recovery and the hectic process of finding an adequate (this time) 
private school, I finaly found my way to Olympia High School. Ever the skeptic, I remember 
ariving there to interview with the school director (Don) and blatantly teling him that I was 
very conflicted about atending a private school. He told me that I would quickly see that this 
private school was different, and he promptly took me on a 10-minute tour of the 43-person 
school (at that time housed in the bungalows of the local community colege). After the tour, I 
did, indeed, see that things were different. Students immediately came up to me asking for rides 
on my wheelchair and asked whether I was coming to this “crazy” school. A few days later, I 
was oficialy enroled at Olympia. This was the beginning of two-and-a-half life-changing years, 
both academicaly and socialy.  
I felt socialy accepted almost immediately by everyone at the school. On the part of the 
students, there were no preconceived notions of what a disabled girl could or could not do. I was 
just another member of the motley crew that made up the student population of Olympia High 
School. I was famous for acting as the taxicab that would drive multiple people to and from 
classes. Academicaly, there was no need for a one-to-one aide because al the teachers were 
more than wiling to make any accommodation necessary for me to succeed, including making 
photocopies of students’ notes, extending time on exams when necessary, and being my scribe 
when I was unable to type an assignment. This openness made it very easy for me to reach my 
ful academic potential and alowed me to folow the same path as my nondisabled peers. 
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The Transition from High School to Colege 
I often asked myself if I was going to have the same colege experience as my friends. I 
struggled with this because I knew that unless I moved away from home, the answer would be 
no. I was convinced that I could not have the colege experience portrayed in the movies while 
living at home with my parents. Thus, it was a feeling of pure and unadulterated joy the day I 
found that there was a program at University of California, Berkeley (UC Berkeley), that would 
alow me to be a “normal” colege student. From that day forward, it was my mission in life to 
get accepted into its Disabled Students Residence Program (DSRP).  
The very possibility of going to UC Berkeley and recognizing that there was a program 
designed for students in my shoes changed me forever. It made me realize that others had come 
before me and built a community around their disability, while at the same time being included 
in everyday colege life. This created in me an instant sense of empowerment! I was not ashamed 
to tel my story anymore; instead, I embraced the negative experiences of my early high school 
years and contrasted them with my future. Below is an excerpt of my personal statement, 
submited in 1999 when I was applying for entrance to UC Berkeley, which ilustrates my 
feelings:  
Although I was raised in the protected environment of a loving family where the line 
between “handicapped” and “normal” was blured, as I grew up it became painfuly clear 
that this comfort zone was not going to exist forever. The honeymoon period ended 
abruptly when I entered high school. My 9th and 10th grade years in “Bloomfield High 
School” revealed a harsh reality: the division between handicapped and “normal” 
students was cruely enforced. In spite of the fact that I was a high achieving 
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mainstreamed student, I felt segregated and oppressed. The system tagged me “disabled” 
and it became virtualy impossible for me to blend into the “abled” student body. When I 
found myself slipping helplessly into the victim frame of mind, I reacted and transferred 
into “Olympia High School”, a unique private high school that emphasizes the values of 
diversity and self-discovery. In this environment, and with the experience of my eighteen 
years, I have acquired a much more positive sense of reality. I have learned to accept that 
I am diferent, but my difference endows me with a great inner power to succeed in the 
future.     
On a Thursday afternoon in March 2000, I remember watching my mother returning from the 
mailbox while trying to keep her nerves from showing with a larger than usual envelope in her 
hand. I thought to myself, “Large is good, isn’t it?” I started squealing. We ripped open the 
envelope and, sure enough, there was a leter from the admission ofice congratulating me for 
acceptance to UC Berkeley in Fal 2000. I remember caling everyone I knew that evening in a 
stupor of nerves and excitement! I couldn’t sleep that night thinking about the exciting—albeit 
uncertain—future that had just presented itself to me. 
My Experiences as University Student Leader 
Soon after I received my leter of acceptance, my parents and I drove a nerve-wracking 
5½ hours from Los Angeles to Berkeley to tour the UC Berkeley campus with John and Jim, the 
director and codirector of the DSRP. During our time together, John, a wheelchair user, would 
often take me aside and tel me just how great it would feel for me to live an independent life. 
This didn’t fuly sink in until, as we were stroling along the campus, we encountered Juan, a 
DSRP resident who was also a wheelchair user. Juan talked to me for about 15 minutes, sharing 
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his experiences and inviting me to join the Disabled Students Union (DSU) as soon as I came 
back in August. This smal conversation affirmed my gut instinct that I was going to find myself 
on that campus. The anxiety I felt when presented with information about having to hire my own 
personal staf, deal with timesheets, and schedule every aspect of my daily needs on top of the 
everyday course work of a UC Berkeley undergraduate was somehow mitigated by the 
exhilaration with becoming independent. I felt that I was ready for this new experience in my 
life. 
Introduction to the DSRP 
By mid-August 2000, the reality of moving away from home had setled in. Once again, 
my parents and I drove north, but this time one of my sisters and my brother were in tow, and I 
was not coming back with them. The dorms were stil empty when we arived since the 
participants of the DSRP had been asked to come for an introduction to the program two weeks 
before the oficial start date of classes. My family and I were introduced to the personal care 
atendant staf at DSRP, and were asked to stay for three days while I scheduled training with the 
staf and became acquainted with the independent living system. 
The whole concept of scheduling every aspect of my life was very foreign to me, and 
even more so was the idea of having multiple people (and of al genders) assist me with intimate 
needs. I remember that the first day in which my parents were not present for my morning 
routine, a man walked into my dorm room. His name was Robert. During the routine, we chated 
about trivial things, and when it came time to do my hair, I thought that I was going to be in 
trouble. I was very wrong: Robert made my hair look beter than anyone had before in my life. 
At that moment, I realized that everything would be okay for me there!      
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As part of the introduction, the DSRP staf organized mixers for participants to meet 
other people with disabilities on campus. At one of these mixers, I met with members of the 
DSU. They immediately welcomed me to their group and insisted that I atend their weekly 
meetings on campus. At that moment, I couldn’t fathom the impact that the people in that group 
would have on my life.   
Like clockwork, on Wednesday evenings I would pul up to the automatic door of one of 
the largest buildings on the UC Berkeley campus and take the elevator to the second floor to find 
my people. There, our discussions would range from planning disability awareness weeks to 
coping with bad encounters with graduate student instructors (GSIs). We would also discuss how 
we could strategicaly participate in national campaigns to promote disability rights. These 
meetings would almost always end with impromptu dinner-and-drink sessions at a local bar. 
One of the most memorable experiences I had as a first-year member of DSU was my trip 
to Sacramento along with my friends and felow advocates Rebecca and Luisa. We were invited 
by the World Institute on Disability to testify in front of the State Assembly commitee on behalf 
of Assembly Bil 925. The bil was introduced by Assemblywoman Dion Aroner (D-Berkeley) 
and proposed to let severely disabled adults retain Medi-Cal benefits until their yearly income 
reached $75,000 and remove the so-caled mariage penalty so that assets of a spouse did not 
limit eligibility. Assembly Bil 925 passed the Assembly, but it was rejected by the California 
Senate based on “no-necessity” arguments.3 This advocacy experience propeled me to become 
more involved in activism through the DSU to the extent that I became copresident in 2002. As 
                         
3 The Los Angeles Times published on July 26, 2001, an editorial entitled “Staying Poor to Stay Alive” in 
reference to my testimony and arguing in favor of AB 925.    
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leaders, my copresident and I made it our goal to increase the awareness of the disability 
experience among the general university population. To this end, we participated in and 
organized a multitude of diversity panels for students and faculty and wrote several editorials for 
the colege newspaper.4 Thorough our advocacy, the colective disability voice grew stronger on 
the UC Berkeley campus and, simultaneously, the power of my voice and activism grew in me 
with each passing moment.  
The Inclusion Initiative and Disability Studies 
In fal 2001, I went to a party at a friend’s house, and there I met Elise. After talking for a 
short while, she told me that she worked as a personal care atendant for another student with a 
disability on campus. The conversation soon moved to her desire to launch a DeCal course 
addressing the history of the disability rights movement, as wel as the existing shortage of 
personal care atendants in the City of Berkeley. She had heard from a mutual friend that I was 
very involved in the DSU, and she wanted me to jump on board. I was immediately nervous but 
tremendously excited at this possibility. Soon thereafter, I went home to investigate how it was 
possible that a colege student finishing her freshman year could teach a course, but I realized 
that this was yet another perk of being at UC Berkeley. The DeCal program alowed students to 
write curiculum and facilitate courses for other students.  
Thusly, Elise, her friend Tony (both able bodied), and I set out to write the curiculum for 
the “Inclusion Initiative.” The two-hour/week course was divided into sections: the first hour was 
a whole-group discussion with a wide range of guest speakers talking about everything from 
                         
4 For example, Disabled students services, Daily Californian leter to the Editor, April 19, 2002, 
htp:/archive.dailycal.org/article.php?id=8398. 
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legal issues to sexuality, and the second hour alowed students to discuss the emotional and 
ethical issues surounding their atendant-client relationships. This was an inclusive course, 
meaning that of the 30–40 students, some were able-bodied students who worked as personal 
care atendants and others were students with disabilities who needed the assistance of personal 
care atendants. After the graduation of Elise and Tony in 2002, I took over the responsibility of 
supervising this course. From 2001–2004, I also cotaught the course with my various friends and 
felow disability rights activists from within our university community. 
The Inclusion Initiative also gave me the opportunity to meet and be inspired by some of 
the most influential disability community activists in the country, such a Judy Heumann, Hale 
Zukas, Marsha Saxton, and Devva Kasnitz. It was through my interactions with these amazing 
leaders that a disability studies minor was ofered at UC Berkeley. As soon as I learned this, the 
motivation for my political sciences major and my Spanish minor was eclipsed by a rising 
passion for courses related to disability, such as “Anthropology and Disability,” taught by Devva 
Kastnitz, and “Women and Disability,” taught by Marsha Saxton. These and other courses were 
the core curiculum for what became my second minor, disability studies. I vividly remember 
having a conversation with Devva coming out of class one day in which she said to me 
something to the effect of “You are going to do something big for the world of disability one 
day.” That empowering sentiment has stuck with me and is, in great part, why I chose to conduct 
this autoethnographic study.                 
Disability Awareness: International Travel to Russia 
Through my work as the copresident of the UC Berkeley Disabled Students’ Union, I 
made connections with staf members at the Center for Independent Living (CIL) in Berkeley. It 
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was a Thursday in November 2003, and I was on my way to class when I answered a cal on my 
cel phone. It was from the director of CIL. She asked if I had heard about a disability awareness 
exchange program with Russia, which involved 10 Russian students coming to Berkeley to visit 
us, and a group of people with disabilities in the Berkeley community later going to Russia. She 
urged me to apply and become a member of this exchange initiative. I was stunned and 
immediately caled my friend Julie and asked her to apply with me. At that moment, I had no 
conception of what this travel experience would entail or how it would ultimately impact my life, 
but I could not pass up the opportunity to travel to Russia. I was selected for the program as the 
only university student from the UC Berkeley community to participate; another student from 
Galaudet University was also selected. 
The 10 Russian students visited UC Berkeley for 10 days early in 2004. During the 
reception dinner, I was most struck by the wide gamut of medical conditions that were 
considered disabilities in Russia. Although there was a wheelchair user, a few deaf students, and 
one with a slight visual impairment in the group, the rest of the Russian contingent was 
comprised of students with conditions such as diabetes and dyslexia. I was especialy taken 
aback when the Russian students shared their experiences in their country and said in a rough 
translation that they went to “special schools” with “their own group,” meaning their disability 
group. As we hosted the Russian students and participated in several events and outings, what 
they were most impacted by was the level of independence that people with disabilities could 
achieve in a city like Berkeley. In one conversation, Dimitri, a wheelchair user, told me that this 
was the first time he had been outside without his parents; also, he was very impressed by what I 
considered simple adaptations, such as curb cuts.  
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After the Russian delegation departed to return to their country, preparations for our trip 
to Russia began. I atended three orientations in which I was told that I, together with the student 
from Galaudet whom I did not meet until boarding the plane, would be the spokespeople for our 
group because of our university experience. Hearing that made me absolutely terrified, not only 
because I consider myself a bad public speaker, but also because I was uncertain of the reaction 
that I would receive as a female wheelchair user from a potentialy unwelcoming crowd. On the 
last day of orientation, I was also introduced to my personal atendant for the trip; unfortunately, 
Julie, the friend that I hoped would be a participant and fulfill the role of my atendant was not 
accepted. When Christine walked out of the reception area, a wave of anxiety came over me. She 
seemed like a perfectly nice person, but the idea of traveling to a completely foreign nation with 
the assistance of a person who had never worked as an atendant before was more than I was 
prepared for. Furthermore, her physical health was a concern as she was extremely overweight. I 
left the CIL ofice trembling in fear that I would not be able to go on this trip; thankfuly, my 
parents encouraged me and talked me of the ledge of my anxiety. 
Traveling on Wheels: Harder than it Looks 
It was an early morning in July when a large, white, accessible van came to pick me up at 
the hotel to take me to San Francisco Airport. After saying a somewhat tearful goodbye to my 
parents, I entered the van and, for the first time, met the ful contingent of my travel mates. We 
rode to the airport in silence. Once there, Steve, the exchange program director, told me that due 
to a family emergency, the CIL director and another wheelchair user would not be traveling with 
us, making me the only wheelchair user on the trip. The airport assigned me a “wheelchair 
pusher” to get me to the gate. As I went through the tedious and time-consuming security 
 107 
 
clearance, I realized that the group left me behind. I panicked! I asked myself, “Is this the way 
the rest of the trip was going to go?” Luckily, I eventualy met them at the gate, although they 
did not seem to realize that they had lost me in the process. 
Moscow, I Didn’t Need to Fit through that Door, Did I? 
Twenty-four hours later, we arrived in Moscow, where the only wheelchair-accessible 
van available in the entire city (I was told), a gray Dodge Grand Caravan, was waiting for the 
group at the airport. Nevertheless, at the hotel problems began immediately. My wheelchair 
could not fit through the doors of the room; thus, it needed to be taken of the its hinges. It must 
be said that I was traveling with the most compact manual wheelchair available in America at 
that time. This situation, moreover, would not have been solvable had I been traveling in the 
motorized wheelchair that I normaly need for ful independence. It was also discovered that due 
to the incompatibly between the dimensions of the room and the size of my atendant, she would 
not be able to assist me. Thankfuly, there were two sign language interpreters in the group 
whom I quickly bonded with, and they took on the job of also being my assistants when needed. 
One place we visited during our first ful day in Moscow was the school for students with 
diabetes, a cement square building located in a rundown neighborhood of the city. The director 
gave us a walking tour of the school and showed us where the students would get their insulin 
shots. Later, Vladimir (one of the Russian visitors to Berkeley) talked to us about his experiences 
at the school. He had been there for five years and commented that it was a good place for him 
because he did not have to hide his disability, and thereby condoning (or perhaps not 
recognizing) the tremendous isolation and segregation to which he was subjected. 
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Finaly, when it was time for my group to speak to the audience, I was handed the 
microphone supposedly to speak about the diferences in accessibility between what I had 
experienced in Russia thus far and my situation in Berkeley. I could not talk for a minute … I 
needed time to process the situation. I am not quite sure what I finally said, but I do remember 
looking around the room and thinking to myself, “I wonder who is realy listening to me and who 
is tuning me out because I am siting in a wheelchair.” The feeling was that we were on display, 
and I felt like a show monkey rather than a qualified individual able to speak about the 
advantages of the inclusion of people of disability into society. The audience was clearly not 
interested in hearing about my experiences in Berkeley! 
Marriage to a Russian Stranger 
The next evening, we were set to travel to Novosibirsk, the capital of Siberia. As we were 
geting out of the van, Steve informed me that at the airport I needed to go through a medical 
check before boarding the plane. In fact, I was the only one in the group that was required to do 
so, because I was the “wheelchair user.” I was instantly nervous once again. Seeing this, Steve 
assured me that I would not be left alone in this process. Nevertheless, moments later, there I was 
alone, being roled away by a woman in a nurse uniform speaking to me in Russian. I was taken 
to a smal, yelow room and continuously talked to in Russian. The only response I could ofer 
was “Niet, americanski invalide (No, American with a disability).” Apparently, they wanted me 
to transfer to a hospital bed that was in the room so that they could take my blood pressure and 
temperature. Also, they inspected with great suspicion the bicycle air pump that I always cary 
for my wheelchair tires. I honestly thought that I would be stuck in Russia forever because I had 
no idea where my passport or the rest of my group was. 
 109 
 
What seemed like hours later, a man in a wheelchair came stroling into the ofice. 
Surprisingly, they did not yel at him or ask him to get onto the hospital bed; in broken English, 
he tried to calm my nerves. I told him that I had no idea where my passport was nor what plane I 
had to board. He then told me that if they asked me any questions to tel them that he was my 
husband. Shortly thereafter, we were both transferred to an ambulance and transported to the 
plane with sirens wailing. At the door of the plane, we were greeted by two Russian strongmen, 
whose job it was to carry us up the 20 or so steps onto the plane. Although I tried very hard using 
hand gestures to communicate the best way to carry me, each man grabbed one arm and one leg 
and carried me “spread eagle” up the stairs. If that wasn’t bad enough, due to the narowness of 
the plane corridor, my legs knocked down every seat (they were foldable) along the way to my 
assigned seat. My “husband” arived minutes later and sat beside me. It was only after 20 
minutes, when I finaly heard the voices of my group mates, that I could finaly breathe normaly 
knowing that I had boarded the correct plane. 
  The bulk of our stay in Russia was spent in Novosibirsk. It was clear immediately after 
my arrival to this city that, due to the massive lack of accessibility, I was going to be severely 
impacted. Firstly, the van/bus in which we traveled around the city was not accessible; thus, 
Steve and the only nondisabled participant were in charge of taking me (actualy dragging me) 
up and down the bus steps. Additionaly, since most of our housing arangements were in 
people’s homes, they were not accessible at al. In fact, one was so dangerous for me that part of 
the group was booked at a local hotel instead. 
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Visiting Russian Schools 
Of the several schools that we visited in Novosibirsk, I vividly remember two of them. 
One was a school for the physicaly disabled, and the other was a university in which a professor 
was ofering to cure people with disabilities.  
The inaccessible, accessible school. The day had finaly arived when I was going to see 
where “my people” went to school. We drove for hours into a wooded area to finaly see a 
wooden structure that was the school for the physicaly disabled. I thought that I was finaly 
going to see ramps after two weeks being in Russia. Boy, was I mistaken! The van puled up to 
the door of the structure, and al I saw was a long flight of stairs. “How is this possible?” I said. 
Nothing should surprise you now, was the only response that I got from our interpreter. Once I 
was caried inside, I was horified to realize that this was probably the most inaccessible building 
that we had been in, and most shockingly, that there was only another person (besides me) in a 
wheelchair at the school. Everyone else (teachers, administrators, or students) either had no 
visible impairment or walked with a slight limp or with a cane or walker.        
The cure. An unforgetable and terifying experience was my visit to a clinic in in 
Novosibirsk, where a medical practitioner claimed to have a “cure” for the treatment of people 
with disabilities. Firstly, as we entered through a narow door of yet another dark cement 
building, al I could see were flights of stairs and stained glass windows. Nobody had told us 
ahead of time what we were doing there, but I was caried up five floors to a conference room 
where we met with this “doctor,” who began speaking to the interpreters about wanting one of us 
to try his experimental treatment consisting of “pure air” therapy, which he claimed successfuly 
aleviated the impairments of many of his patients (whom we never met.) I felt instantly uneasy 
 111 
 
in his presence, and when I and the other individual from Galaudet University (as spokespeople 
for the group) tried to engage the “doctor” about his rationale for treatment, he simply refused to 
address us (the people with disabilities) and only wanted to explain the merits of his treatment 
(through the interpreters) to the able-bodied members of our group. At a certain moment in the 
conversation, the man brought his “device” into the room. It simply looked like a typical oxygen 
tank, like those I had seen many times in hospitals. The scariest thing was that he tried to 
demonstrate the use of the device on me. Every muscle in my body tensed, and I franticaly 
asked in a scream to be taken out of the room. No cure for me! 
Study Abroad: Bienvenidos a Chile 
The scary, yet thriling, experiences during my Russia trip awakened in me a desire to yet 
again embark on what most people (my parents surely among them) would consider an almost 
impossible feat: a six-month university study abroad program. Once I convinced my parents that 
I wasn’t completely out of my mind, we setled on the possibility of studying in Chile due to my 
family connections there. I then had to convince the Education Abroad Program (EAP) at UC 
Berkeley that this was truly feasible. They had never had a person in a wheelchair apply to the 
program, and I had to assure them that I would arange for my own housing. During al the EAP 
orientations prior to the trip, I remember having to repeatedly answer the question, “How’s this 
going to work for you?” I could only respond with a smile and a laugh (because I realy didn’t 
have an answer.) Months later, once I informed EAP that I had found housing in Santiago 
(staying in my aunt’s house), I was oficialy accepted into the exchange program with the 
Catholic University of Chile. 
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My father and I made the trip to Santiago, Chile, in late January 2004, wel ahead of the 
other program participants, in order to get my necessities in order with four wheelchairs: a 
motorized chair, a manual chair, a shower chair, and an al-terain (beach) chair. (My mother 
came later.) It was quite an odyssey just geting onto the plane with so much baggage. My nerves 
kicked in immediately because what scared me the most was ariving in Chile with the 
equipment broken into pieces and not having the resources to fix them. Thankfuly, my 
nightmare did not come true, and upon arival at the airport, the only wheelchair accessible van 
service in Santiago (found by my relatives after weeks of searching) was waiting for us. What a 
miracle!  
The next step during these weeks of preparation was to find a personal care atendant 
who was wiling and able to help me throughout my stay in Chile. This was a particularly 
dificult task since, during a previous trip without my parents, wel-intentioned family members 
hired nurses to fulfil my needs. Clearly, the pervasive view in Chile, like in Russia, is that a 
person with a disability is a sick person who needs to be treated as such by healthcare 
professionals; however, I was not going to endure six months of infantilizing torture after years 
of independent living and empowerment in Berkeley. In fact, during the weekend retreat for the 
EAP orientation at a beautiful mountain campsite, my roommate (and now lifelong friend) took 
over as my atendant because we were becoming increasingly agitated by the demeaning and 
maternalistic approach that I was receiving from the nurse appointed to take care of my needs for 
the weekend. After the retreat, it took lots of work and many interviews until I found Maria, a 
young woman who seemed to understand my needs, as wel as the potential intricacies of our 
relationship. 
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Dealing with Accessibility Issues in Santiago  
Facing structural bariers is an everyday occurence when you are a wheelchair user in 
Chile. I very quickly had to come up with practical solutions if I hoped to succeed as a student in 
Santiago. 
Inaccessibility of mass transit. Very soon after my classes started, I realized that due to 
insurmountable bariers (lack of ramps or curb cuts, out-of-order elevators or lack thereof, 
unpaved cracks in pavement, narow sidewalks, etc.) the possibility of using mass transit (buses 
and metro) was zero.  
Taxis and their wel-meaning drivers. Taxi drivers are your friends when the fares of 
the only accessible van service in the city cost five times as much per ride as their fares and 
when the availability of the accessible van service is very uncertain. Thus, in Santiago I had to 
become accustomed to using my manual wheelchair and the idea of having the taxi drivers 
themselves transfer me into the car, as wel as fold my chair and put it in the trunk. Fortunately, 
this possibility became a reality because I could arrange with a relatively smal radio-taxi 
company, whose (very kind) personnel was wiling to respond and help whenever I caled. I 
became somewhat their posterchild. I was friendly with al the dispatchers and was on a first-
name basis with most of the drivers. In fact, the wel-meaning drivers became protective of me 
and reported my comings and goings to my relatives on a daily basis and to my parents whenever 
they visited. 
Make friends with security guards. Security guards were my “saving grace” in many 
situations, particularly when there were numerous flights of stairs that I needed to be caried up 
and down to get to and from classes, apartment buildings, movie theaters, and so on. 
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No curb-cuts, what to do? Unfortunately, it was a very common occurence to be 
walking down a street with one of my friends, either going out to dinner or going to class, then 
geting to a crosswalk and realizing that only if we were lucky was there a curb-cut on both sides 
of the street. Often there were none or one on only one side of the street. Again, I was fortunate 
to always be accompanied by friends or family who could assist me up the curb, but this kind of 
limitation made it impossible for me to go anywhere independently. I could never explore the 
city alone, and I remember thinking to myself that regardless how much I loved my Chilean 
family, I could never live under those conditions permanently. That was a sad realization for me!  
Feelings of Rejection 
Ever since the first day I entered a political science class at the Catholic University, I felt 
that al eyes were on me, and these looks were not of approval or admiration! I learned more 
about my Chileans classmates’ sentiments when the desks needed to be reorganized to 
accommodate my wheelchair; instead of goodwil, I could overhear most of them mumbling 
under their breath (in Spanish, of course) something to the efect of, “Why are we doing this for 
her?” My perception of being singled out was further confirmed when I dared to open my mouth 
and make a comment about the content of the class. I typicaly heard grumblings of disapproval 
al around me. What made me feel the worst was that when I confided in my felow EAP 
members (al of them able-bodied students), they did not share the same experience. 
Furthermore, when I tried to approach the two or three students with a disability whom I saw 
roaming around campus, they were very guarded and almost judgmental of my presence (as an 
American student) in their midst.  
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To this day, it is hard for me to explain why I was so unable to make friends with the 
Chilean student population. My only rationale is that they were not suficiently open-minded 
about disability to overcome their preconceived societal discriminatory notions and realy get to 
know me as a person. Reflecting on these experiences, I must admit that my feelings of being 
isolated and rejected were very hard to cope with at the time. When I cried with my felow EAP 
members and family members, almost on a daily basis, they would reassure me by saying that I 
had to get through this and have the fortitude to “teach the Chileans a lesson.” Most importantly, 
what I learned about myself in al of this is that I was strong enough to make it through these 
classes (quite successfuly, I might add), and that the atitudes of some Chilean students and 
faculty members could not undermine the positive academic and social experiences that my 
felow EAP members and I gained from our time in Chile.       
I Made the News! 
At the end of my stay, with the hope of bringing more awareness to the program, I was 
asked by the EAP director in Chile (Dr. B.) to write an article about my experiences in Chile.5 
Here is the text: 
“It wil be an adventure!” Those were the first words that came out of my mouth when I 
tried to explain to my friends and family why I decided to spend a semester abroad in 
Chile. Just how big an adventure has it turned out to be! I was not even remotely prepared 
for it.  
I am a twenty-two-year-old colege student with a physical disability who had adjusted to 
independent living in the disability friendly environment of the University of California 
                         
5 This article appeared in the June 2004 issue of EAP newsleter  
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at Berkeley. I have now been transported to a country that is just beginning to realize that 
people with disabilities deserve to live normal lives. Put in this situation anything can 
quite easily become an adventure; from crossing a street, where you can easily be run 
over by a “micro” that did not see you trying to get up the curve (because there is no 
curve cut), to being caried up three flight of stairs to get to the appropriate classroom at 
the Catholic University. 
What I have found in Chile is a legacy of enormous physical bariers that make it 
impossible for a disabled individual to live completely independently, as it can be done in 
USA. This is probably the reason why the number of disabled students that I have seen in 
Chile, at the University or elsewhere, is minimal. So rare is the presence of wheelchairs 
in the campus of the Catholic University that I have often been stared at as a weird sight. 
Luckily, I traveled here with a fabulous group of students from California who have 
made me feel comfortable and been wiling (and able) to help me in my quest to 
accommodate to the difficulties encountered. In addition, for the most part, the Chileans 
have a very positive atitude and are quite happy to assist.  
So far, my “adventure” in Chile has been ful of excitement and surprises from which I 
have learned a lot. In turn, I hope that my presence in a Chile helps to break bariers 
(physical and atitudinal) in such a way that future generations of young disabled 
individuals can fulfil their educational dreams.  
The international student exchange experiences both in Russia and Chile were responsible for 
my decision, upon returning from the EAP program in Chile, to refocus my final year at UC 
Berkeley on a career shift from law school to education with a special emphasis on disability. 
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The lessons learned from these trips signaled to me that only through education would I able to 
promote disability awareness on a global scale, as wel as become an efective agent of change 
for social justice. 
My Experiences as a Teacher Leader Working for Social Justice 
Once I had made the decision to pursue a ful-time career in education, the next question 
that tormented me was, how would I get a job after graduation? I knew rationaly that this would 
be more dificult for a person with a disability compared to others. So, the first issue I grappled 
with was whether I would explicitly disclose my disability when filing out job applications or 
leave it undisclosed until meeting in person. I went both ways. When I first applied for a job at a 
tutoring company, I disclosed the fact that I was a wheelchair user during a phone interview at 
the start. That resulted in them not asking me for a second (in-person) interview. The second 
time, when I applied for a similar job, I did not disclose my disability until the in-person 
interview. They took one look at me, and they did not make an ofer. 
Coming Ful Circle: Back to Olympia High School 
Facing numerous rejections one way or another, I reached out to the high school director 
(Don), who had expressed to me previously his desire for me to come back to work at Olympia 
after graduation from colege. After much deliberation, it was decided that I would be an 
intern/substitute teacher in the school. I began my work there in October 2005. My first day on 
the job, I met with my former Spanish teacher, Martin, and we discussed my being his assistant, 
while at the same time stepping in as a substitute for other teachers when needed. 
Fortunately for me, it almost immediately became necessary for me to take over one class 
in Spanish I that had become too big for one teacher and needed to be split. I thoroughly enjoyed 
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that experience, but it was not without its chalenges. There was one particular student in this 
class who from the outset was not happy with the change of teacher. Thus, he simply refused to 
complete any work that I assigned him. When his parents realized that he was failing my class, 
they caled Martin (my supervisor) and told him (while on speakerphone and me in the room) 
that it was impossible for their son to understand my speech. After this conversation, the parents, 
the student, Martin, and I had a meeting to discuss the mater. The conversation went like this: 
Martin: [to student] Can you understand Sofia when she speaks English? 
Student: Totaly! 
Martin: [to parents] Can you understand Sofia when she speaks English? 
Parents: Yes. Absolutely! 
Martin: Then, the issue is not Sofia’s speech. She speaks fluently in Spanish; 
perhaps your son’s issue stems more from his atitude than from her 
disability. 
The outcome of this meeting was the realization on the part of the student (and his parents) that 
he was not going to be transferred out of my class and that I was a competent teacher. 
Paradoxicaly, he soon became one of the best students in my class for that year. Furthermore, 
the issue of my speech has rarely, if ever, come up again during my long tenure (1 years) at 
Olympia High School.  
What has been fabulous for me to observe throughout my stay as a Spanish teacher at 
Olympia High School is the students’ wilingness to adapt to “my diference,” which often 
comes out in the way I teach. I cannot write on the board; thus, I use slide presentations. I cannot 
easily pass out papers; thus, I ask a student for that assistance. The students are always wiling to 
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help me to tidy up the classroom, and so on. The bond that I typicaly create with my students is 
due in large part to the mutual flexibility in our relationship and the trust that I show them and 
that they show me. I am by no means an easy teacher, yet it feels good that each year many 
students tel me that they learn a lot more than just Spanish in my class. Through my example, 
presence, openness with students, and my consistent eforts to exercise coherence and integrity 
as a teacher leader with disabilities, my students were also able to gain greater understanding, 
knowledge, and experience in navigating an everyday relationship with a person with disabilities. 
Moreover, through my efforts as a teacher leader, they seemed more able to shater stereotypes 
and misconceptions about who people of disabilities are and our capacity to contribute to the 
world, 
Advancing my Career: Master’s Program 
After my first ful year at Olympia, in 2007, I applied and was admited to a local 
university’s secondary education master’s and bilingual, cross-cultural, language and academic 
development credential program. This program not only helped me develop practical skils in the 
classroom, but also immersed me in the world of educational theory. This knowledge 
unequivocaly solidified my desire to further my capacity for leadership in the field of education 
for social justice.  
Ful time but only half of a person. During the two years of master’s and credential 
coursework, I remember feeling that there was no way that after completion of this program I 
was not going to be taken more seriously as a member of the faculty at Olympia High School. At 
that time, I was stil contracted at the level of an intern, but I had a ful-time teaching load. 
Perhaps because of my history with the school, possibly confounded by Don’s perception that I 
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was stil an adolescent in need of rescue from the evil public school system, but surely in relation 
to my disability, I never felt acknowledged by the administration as a valuable part of the 
teaching faculty. In fact, Don explicitly told me that there were questions from other people in 
the administration about how wel I could handle more teaching responsibility. 
The obvious contradiction at work here was that I already had a ful-time teaching load, 
and, by al accounts (students, parents, and other faculty), I was handling my responsibility very 
competently as both a teacher of Spanish and a teacher-leader in the classroom. Being loyal to 
the school and afraid of not being able to find another job elsewhere given my disability, I 
accepted the inequity, but I was very aware of the discriminatory situation I was being boxed 
into. Other teachers with equivalent loads were more respected by the administration and 
contracted as ful-time teachers. After months of internal debate, I finaly decided to advocate for 
myself and sent an email to Don inquiring why he thought it was okay that I was paid as an 
intern while having a ful-time load as a teacher. His response was not straightforward, but only 
when I verified the completion of my master’s program and showed the school my diploma was I 
reclassified (though not retroactively) as a ful-time teacher. Having to struggle consistently for 
my self-determination and to chalenge my invisibility as an educator and leader with a disability 
has been an on-going issue in my life. 
Finaly a teacher, but stil fighting for my rights. To this day, even in the midst of 
completing a doctoral program in educational leadership for social justice, I am not quite sure 
that my workplace sees me as a transformative leader, no mater my ideas and substantive 
knowledge of the field and my contributions within the classroom and to the school community. 
Two years ago, the position for language department head, previously occupied by Martin (with 
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whom I worked very closely throughout my years at Olympia), was opened. I made it clear to the 
new director of the school, Kevin (Don had retired that year), that I was interested in the 
position, and I had the ful support of a senior Spanish coleague.  
To make a long story short, I was sidelined: in a department composed of four Spanish 
teachers, one American Sign Language teacher, and one part-time Mandarin teacher, the ASL 
teacher was chosen for the job only supposedly because another Spanish teacher (a male who 
also applied for the position) and I had too much “history.” The perplexing reality is that the 
“history” between us stemmed from this teacher’s false and discriminatory stance that the school 
cut me too much slack and that, consequently, he had to purportedly cary the burden of my 
disability. Despite the facts, the newly recruited school director took his view of the 
circumstances seriously, while I was relegated to just doing my teaching job. After much turmoil 
in the subsequent couple of years—including an ugly incident where the person verbaly 
aggressed me and planted himself in front of my chair—he left the school this year. This 
ultimately opened the door for the creation of a new position as curiculum coordinator of the 
Spanish division. In September 2016, I was ofered and accepted this position. 
Navigating Emotions of Rejection and Frustration: My Struggle to Persevere 
Regardless of now having a more prominent leadership position in my school, I wake up 
every day feeling emotionaly drained by my perceived irelevance. A coleague actualy told me 
that perhaps the only reason I was given the position of curiculum coordinator in the first place 
was that I was writing a dissertation on disability and leadership; with each passing day, I fear he 
might be right. My atempts to bring up issues regarding curiculum maters in department 
meetings typicaly do not receive equal consideration as those from other coleagues by the 
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department head. Her infantilizing approach, echoed by some of my coleagues, interferes with 
the flow of the discussions and ultimately weakens or undermines my opinions. 
As an educational leader and teacher leader in the classroom who understands myself 
beyond my disability, I have been forced to contend daily with the stereotypes of some 
administrators and coleagues who seem unaware of their biases and distortions regarding the 
capacities of people with disabilities. In short, they have had a dificult time seeing past the 
wheelchair and physical diferences that are certainly a part of who I am, but not al of who I am. 
This absence of awareness becomes strikingly evident each time the school wants to show the 
diversity of teaching faculty in front of potential parents, review teams, or donors. In such 
instances, I typicaly get visited, and my disability is talked about and/or exulted as “special.” 
Undoubtedly, I have paradoxicaly become their disability “poster child”!   
Thus, despite being aware of my formal preparedness for and contribution to educational 
leadership, certain members of the school administration and many of my coleague teachers are 
stil not ready to accept the legitimacy of my voice or that my opinion maters at least as much as 
theirs. This creates a sense of frustration that can at times consume my desire to be heard. 
Nevertheless, the main reason I persevere in this endeavor is my passion for social justice 
education and the benefit my students have gained from our work together. I, moreover, have 
accepted the discriminatory treatment I have been subjected to by the school in large part 
because of the great dificulties that an individual with a disability has in being recruited into 
leadership positions in mainstream educational institutions and my awareness that seldom are 
people with disabilities, like myself, aforded opportunities to guide discussion, let alone policies 
and practices, in contexts outside the disabilities arena. 
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Further Advancing my Career: Becoming a Doctor 
Frustration and anger can be great motivational forces, and I channeled this energy into 
furthering my quest for growth in the educational leadership realm. As I wrote in my statement 
of purpose when applying to the LMU Educational Leadership for Social Justice Doctoral 
Program in January 2014: 
[B]eing a social justice educator is to always be looking for opportunities to improve 
one’s practice, and not to be afraid to take on larger leadership positions. My biggest 
motivation for joining a Doctoral Program is that these advanced studies wil alow me to 
prepare myself for more substantial administrative chalenges in the educational 
realm….My application to the LMU Program is an obvious choice, not only because its 
tenants coincide with my personal viewpoints, but also because I had such a positive 
educational experience in the Master’s Program, in which I was exposed to a wide range 
of theoretical and practical concepts that have ultimately shaped my career as an educator 
so far. I can only imagine how exciting it wil be for me to acquire the tools that wil 
alow me to expand my knowledge base in order to creatively blend social justice and 
education during my doctoral years and beyond. Right now, I feel physicaly and 
mentaly prepared to embark on this exciting journey. 
Indeed, my years in the doctoral program were transformative; we (as a cohort) were 
asked to grapple with what being a leader for social justice meant, and had to forge our own path 
toward that goal. Establishing relationships with professors who not only embodied social justice 
leadership, but also were also capable of seeing beyond my disability and understood me as a 
person first, was an invigorating experience that ultimately guided me to the road of self-
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discovery and culminated in this dissertation. This does not mean that there were not moments of 
dificulty from time to time or that al the professors in the program equaly embodied a critical 
awareness of social justice or of disabilities, but rather to say that overal, given my past 
experiences in other setings, the good far outweighed the bad.  
The relationships that I established with members of my cohort wil always be one of the 
best outcomes of being in the program. Having the opportunity to have classes together, and 
engaging in deep theoretical discussions on the meaning of social justice leadership with this 
group of diverse educators who, in general, saw me as “just another one at the table,” were 
experiences that I wil not soon forget. Most of the members of my cohort were able to see me as 
their equal in our growth as social justice leaders; we become close friends. Others, I came to 
realize, were stil bogged down by prevailing atitudinal bariers and maintained their distance. 
Notably, the episode of the trip to Sacramento was a revealing and bonding experience for me 
and cohort members. That day, some members of the cohort realy became like family; they saw 
me at my most vulnerable, and I felt a degree of support and solidarity that was sincerely 
touching. 
In recent weeks, I received a phone cal from an employee of the LMU Communications 
Ofice teling me that I had been nominated to be pictured on the oficial graduation posters for 
the School of Education, and invited me to schedule a photo shoot. After much struggling and 
reflection with the idea of becoming, once again, the “poster child” that I have always dreaded 
becoming, I wrote him an email and accepted the invitation. In this instance, the honor extended 
felt meaningful, given how I have been treated and, thus, outweighed my discomfort or fears 
about why I had been chosen. My life has truly been a paradox! 
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My Push-Pul Tension: Dependence Versus Independence 
Reflecting upon the years since my graduation from UC Berkeley, I realize that my 
disability has created in me a dialectical tension between accepting a certain level of dependence 
on family and friends in order to achieve a good quality of life and struggling to prove in the 
eyes of society that I am an independent person fuly capable of achieving goals. This tension 
partly stems from the life-altering decision to move back in with my parents after my colege 
years. Although this decision was not made lightly and my return home was not intended to be a 
long-term arangement, like many graduates, I was unsure of where my life would take me. 
However, back then I would have never imagined that for the last 10 years, my parents would 
once again become my ful-time caretakers. 
My curent living situation, intrinsicaly complicated by my disability, is not “ideal” for 
an active social life on several important levels. First, although my parents are quite open to any 
social activities in the house, the simple fact that this is not my own home limits my ability to 
foster friendships by inviting people to my house as the dynamics of social events are influenced 
by my parents’ presence. Even when I have developed friendships, they have been difficult to 
maintain because of the need to schedule almost every minute of my day around who can pick 
me up, when can I eat, how and when can I use the restroom, and so on in accordance to a daily 
plan aranged with my caretaker(s). Thus, the possibility of spontaneity with friends is nearly 
impossible! I may give the impression that I am a “social buterfly,” but the reality is that my 
evenings do not often include the social activities that one would expect for a 35-year-old single 
female. You can most often find me in my house working for my jobs, finding solace in a book 
or a TV program, or bonding with my dog, Rulo.  
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Finding Intimacy 
The dificultly in establishing friendships pales in comparison with the almost 
heartbreaking reality that a romantic relationship might not be in my future. The sad truth is that 
the three romantic relationships I have had in my life have al ended with unfaithfulness and the 
men saying something to the efect of, “I like you, but I just can’t deal with everything that 
comes with dating you.” This has done a number on my mental state; I often question my body 
image and whether anyone wil find me physicaly desirable enough to find solace and happiness 
with me. In the past, I have alowed myself to believe that any atention that a man gives me is 
good enough, no mater how emotionaly damaging it is to realize that the person is never going 
to love one equaly due solely to the fact that one is siting in a wheelchair. It needs to be said 
here that I have chosen not to be in a relationship with another person in a wheelchair because of 
the complications of having intimacy between two people who are both dependent on others for 
their basic needs. This entails having a third or fourth person involved in the intimacy of the 
relationship. I have always hoped that I could gain some independence and normalcy by seeking 
relationships with an able-bodied person, but it seems that I, like so many other people in 
wheelchairs, must pay the price for this choice! 
It is dificult for me to know whether the social isolation that I cope with today would be 
similar or equivalent had I chosen to remain in Berkeley living independently, but the fact is that 
living with my parents has aforded me the possibility of a higher quality of life by helping me 
face my everyday needs without as much stress. When I imagine the obstacles that I would face 
if I were to live on my own, the list is endless, including (but not limited to) the folowing: (a) 
paying for a 24-hour staff of in-home personal atendants; (b) paying for a driver to get me to and 
 127 
 
from work; (c) dealing with assistive technology failures of wheelchairs, lift systems, computers, 
etc.; and, most importantly, (d) dealing with the risk of situations in which atendants and other 
personnel do not show up for their intended shifts. In essence, although people may question my 
reasons for choosing to stil live with my parents, the reliable and supportive environment that I 
have established by living with my parents has alowed me to fulfil professional goals that 
would have been very difficult or impossible to atain under other circumstances, given the 
society’s inadequate atention to the needs of disabled people. Moreover, I see fulfiling these 
goals as important stepping-stones toward my aspiration for leadership opportunities in the 
educational realm. And I would be remiss not to mention that being a Spanish-speaking, Chilean-
American Latina, living among family, also provides me a space in which my primary cultural 
and linguistic self is nourished and honored each day.  
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CHAPTER FIVE 
FROM STORY TO MEANING: A CRITICAL ANALYSIS 
As we atempt to analyze dialogue as a human phenomenon, we discover 
something which is the essence of dialogue itself: the word. 
-Freire, 1970 
This autoethnography aims to validate the contention that the life of people with 
disabilities is a constant quest for equity and transformative leadership in a hegemonic society 
that inherently views us as “less than.” While writing it, I immersed myself in a journey of 
retrospective self-discovery that was sometimes painful, other times joyful, but ultimately quite 
rewarding. The purpose of this last chapter is to analyze the autobiographic data describing 
obstacles and successes encountered during my life as a researcher with a disability in light of 
the tenets of critical pedagogy and critical disability studies. I am struck by how my narative 
exemplifies the constant counterhegemonic struggle that individuals with disabilities endure and 
the importance of conscientization, dialogue, and living the praxis (Darder, 2016) in our quest 
for legitimacy and leadership opportunities. My lived experiences provide a unique connection 
between these principles and the empowering concepts of diference, reclaiming one’s body and 
identity, and disability as a social and political movement (Charlton, 1998; Linton, 1998; 
Wendel, 1996). 
An evocative autoethnography is the ideal conduit because of its potential for change in 
societal values, which is brought about by a researcher. As discussed by Bochner and Elis 
(2016): 
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The change we wanted to make doesn’t seem that radical …The problems of being alive 
and facing serious existential and moral questions related to mortality, loss, belonging, 
loneliness, love, adversity, violence, racism, discrimination, and complicated feelings 
afect al people—researchers as wel as non-researchers …We believe that these 
experiences are worthy of observation, examination, and reflection. We also believe that 
these experiences strongly influence our perceptions and interpretations of other people’s 
lives. (p. 50) 
Furthermore, living in the praxis of this autoethnography served as a major impetus for 
this folowing analysis of my experience in that it compeled me to examine two important and 
intertwined levels of leadership that many people with disabilities face: the quest for personal 
autonomy, assuming leadership by controling their own life (Shapiro, 1994), and the fight for 
professional leadership in the atempt to “climb the ladder” while being pushed down by 
hegemonic society (Barnes et al., 1999). With these central ideas in mind, a set of overarching 
themes emerged, which guided the critical analysis presented in the chapter, with the hope of 
creating meaningful dialogue with the disability community and its alies and to provide 
recommendations to educators in support of the enablement of transformative leaders with 
disabilities in the educational field.  
The first theme is an analysis of the limitations imposed on my life as a person with a 
disability that result from prevailing structural and atitudinal bariers stil rooted in the medical 
model of disability in hegemonic, capitalistic society. The theme includes a critical analysis of 
the consequences of these bariers in terms of the social isolation and marginalization that result 
from my “not fiting” within the norms of dominant culture. This is a prevalent issue for people 
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with disabilities, which I criticaly examine from the perspective of a counterhegemonic stance 
(Darder, 2016) and that I and others adopt to fight for social justice and visibility (Gleeson, 
1999). 
Interestingly, my life experiences provide a unique opportunity to compare and contrast 
advances in this country in relation to other nations, but more significantly, they highlight the 
continued importance of activism and of embracing disability as a social and political construct 
in the larger fight against societal bariers (Barnes et al., 1999; Charlton, 1998). A related theme 
is the discussion of my struggle to find community and intimacy, which exemplifies the 
“reclaiming of one’s body” by people with disabilities within the hegemonic society. Both 
critical pedagogy and critical disability studies concur in that these issues are central social 
justice discourses associated with marginalization (Charlton; Freire, 1998; Hosking, 2008; 
Wendel, 1996). Next I analyze the dismal prospects for leadership positions that individuals 
with disabilities, especialy Latina women, experience, given the cultural hegemony within a 
society where so-caled “able-bodiedness” is privileged, and compulsion with perfection praised. 
This examination encompasses al other themes; it explains which distorted societal 
values may be at the center of the lack of equity regarding leadership opportunities and discusses 
what counterhegemonic strategies should be implemented by people with disabilities, educators 
working with people with disabilities, and institutions commited to inclusiveness of leaders with 
disabilities in order to level the playing field. Finaly, in the epilogue, I explore the realization of 
diference as it developed throughout my life as a person with a disability. The painful and 
paradoxicaly rewarding process of understanding “my difference” is a central element of my 
study, and it fals squarely within the Freirean ideas of conscientization and praxis (Darder, 
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2016; Freire, 1970, 2008) and of raised consciousness (Charlton, 1998), which ultimately guide 
my quest for personal leadership. 
Wals and Barriers 
As validated by my conversations with my parents, my upbringing was driven by the idea 
that, despite having cerebral palsy, I was intelectualy capable of achieving any goal I set my 
mind to. My parents did whatever they could to enhance my quality of life in accordance with 
the rehabilitative concepts implied in the medical model of disability (Barnes et al., 1999), 
including but not limited to enroling me in physical and occupational therapy programs; 
however, it wasn’t until I was a student at Bloomfield High School that I understood the ugly 
consequences (likely stemming from the medical model) that a person with a disability must deal 
with in relation to structural and atitudinal bariers. 
Structural Barriers  
Lack of preparedness. First and foremost, I was looked upon as a burden by both 
administrators and teachers who were clearly unprepared to adequately handle the needs and/or 
teach a mainstreamed student. The sheer fact that I had to demand desks in my classes, an 
accessible bathroom in the school, and adequate one-on-one assistance demonstrate both an 
inadequate implementation of the Americans with Disabilities Act (ADA) regulations (1991) and 
a very limited understanding of the concept of “least restrictive environment,” and “least 
restrictive alternartive,” which are the cornerstone of the 1997 amendments to the Individuals 
with Disabilities Education Act (IDEA) and Section 504 of the 1973 Rehabilitation Act. 
The (perhaps unintended) consequence of being ignored by unprepared school 
administrators and teachers when I voiced concerns and opinions regarding my future goals 
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and/or safety issues was that I was faling through the cracks and quickly becoming one of the 
public-school statistics for students with disabilities who drop out from high school (Snyder & 
Dilow, 2015; U.S. Department of Education, 2013). This precarious situation may seem 
paradoxical since, up to that moment, my education was dictated by an individualized education 
program (IEP) (as mandated by IDEA) with the explicit goal of identifying adequate engagement 
in postsecondary education and/or employment to ease my transition from high school to adult 
living; however, the reality was that no mater how hard my parents and I fought against 
discriminatory practices and advocated for my educational rights through meetings with school 
authorities and counselors, IEP meetings, and educational hearings, we would systematicaly hit 
a wal.  
Marginalization. My school experiences have validated the contention that unless steps 
are taken to increase the participatory voice of students with disabilities in IEPs and other 
educational activities, more students wil remain unprepared for an equitable adult life (National 
Center on Secondary Education and Transition, 2004; Powers et al., 2007). They also bring to 
mind the intimate connection between my life experiences as a student with a disability in a 
public school and the discourse of social justice scholars who propose that forms of schooling 
that marginalize students are unacceptable (Darder, 2002; Erveles, 2000; Giroux, 2003). My 
marginalization screams for the need to develop unified school practices that recognize social 
justice issues in relation to gender, class, race, sexual orientation, and disability (Liasidou, 2012). 
Curiously, it was not my adversarial relationship with the public school system, rooted in 
discriminatory atitudes of teachers, administrators, and students, that prompted my departure 
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from Bloomfield High School; instead, the decisive factor was my physical injury due to their 
lack of ADA compliance with the elimination of physical bariers. 
On my trip to Russia, I clearly experienced a comparable sense of voicelessness and 
marginalization, but it was perhaps amplified given my lack of knowledge of the language and 
the context. Even in situations designed for dialogue between exchange participants, where I 
should have been welcomed, appreciated, and heard, instead I felt voiceless and powerless, 
nulifying the very purpose for being in Russia—to serve as a spokesperson for the group. The 
irony of the situation is that I was rendered silent by the oppressive nature of the environment. 
As in the United States, individuals with disabilities in Russia are clearly subjected to the 
“five faces” of oppression (Young, 1990), but possibly to an excruciating extent. The diference 
is that, thanks to the disability rights movement in the United States (Charlton, 1998; Shapiro, 
1994; Wendel, 1996), some of the more extreme forms of exclusion have been mitigated here. 
Given my experience in Russia, it is dificult to fathom how people with disabilities there could 
embrace the idea—so ingrained in the foundations of critical disability studies—that diference 
can be used as a liberating and empowering force to create a space for the voices of people with 
disabilities. 
On the other hand, Olympia High School, though not free of physical barriers, provided 
me what scholars (Liasidou 2012; Shapiro, 1994; U.S. Department of Education, 2010) and I 
believe should be intrinsic elements of a “least restrictive environment.” To start, my sense was 
that the school, consistent with its social justice tenets, gave me more control over my 
educational outcomes. The quaint and communal atmosphere of the school presented a stark 
contrast to the judgmental and barier-loaded environment at Bloomfield. I finaly had a voice 
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and educators who listened to me! Even when physical bariers could have imposed limitations 
in my ability to participate in school events, something was always aranged to include me in a 
meaningful way.  
Isolation. While the purpose of my stay in Chile in 2004 as an exchange student from 
University of California, Berkeley (UC Berkeley) was not to explicitly bring awareness about 
disability, I became immediately cognizant of numerous structural bariers that shaped my eight-
month period there. At that time, Chile was celebrating 10 years after the 1994 enactment of law 
19.284, Integracion Social de las Personas con Discapacidad (Social Integration Law of People 
with Disabilities); however, for al intents and purposes, the environment of isolation for 
individuals with disabilities continued as if there were no law for equalization in existence. As an 
example, since 1994 the law stipulated accessibility standards for “public and private buildings 
atended by public” that were contained in the Ordenanza General de Urbanismo y 
Construcciones (General Ordinance for Urban Planning and Constructions). During my stay, 
however, I had to visit many public and private places in Santiago (some built a few years 
before, others “adapted” recently), and I experienced unsurmountable architectural bariers that 
limited my access as a wheelchair user. Without denying the good intentions in making these 
adaptations, my experience in 2004 was that the public places accessible to individuals with 
disabilities in Santiago could be counted on my fingers.  
The structural bariers were so immense and obstructive in Russia that the sheer idea of 
independence for a person with a disability was inconceivable. My movement around the country 
was only possible because I had an atendant with me 24/7. Even in places that were said to be 
accessible (i.e., hotels), I was confronted with obstacles that impeded my ability to move 
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independently therein. Moreover, the possibility of participating in social activities in public 
places was drasticaly curtailed by the presence of insurmountable structural bariers and/or lack 
of accessibility. 
International disparities. Due to the enactment of legislation, first with the 
Architectural Bariers Act (1968), then more extensively with the ADA (1990), a person with a 
disability has the chance to live a fulfiling and independent life in the United States. In contrast, 
based on my experiences in Russia or Chile, I found it dificult to have an equivalent quality of 
life, in large part because legislative advances in these countries are at least 20 years behind the 
United States. My confrontation with architectural obstacles in Russia and Chile vividly 
ilustrated Gleeson’s (1999) argument: these bariers can be the most oppressive force in the 
lives of individuals with disabilities. Because of the constraining nature of the omnipresent 
bariers, people with disabilities were not just figuratively but literaly not seen in society; I only 
saw them in special schools, never out and about or engaging in social activities with 
nondisabled peers.  
What was most perturbing to me was the sense of acceptance of the status quo that I saw 
in both Russian and Chilean individuals with disabilities, which now I relate to Charlton’s (1998) 
concept of “false consciousness” created by an oppressive “able-bodied” society. My 
experiences have led me to understand and value the role that activism has played in the United 
States as a counterhegemonic legislative force in bridging the gap between the disability 
community and its nondisabled counterpart. Despite the delay, I saw in Chile and Russia 
emerging atempts to emulate the American experience.  
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Atitudinal Barriers 
Paternalism and the impact of the medical model. The patern of paternalism toward 
individuals with disabilities is a damaging consequence of a perception engrained in the medical 
model of disability: because a person with a disability may be dependent on others for help, 
she/he needs to be shielded from harm (Barnes et al., 1999; Shakespeare, 2016). Although my 
parents and siblings imprinted in me a deep sense of “normalcy,” as soon as I entered school, I 
realized teachers, administrators, and, most importantly, my peers viewed me as “abnormal.” In 
elementary school, I was sily enough to think that having cool technology, such as a yelow 
motorized wheelchair, would empower me to be seen as an equal by my peers; however, I was 
wrong: the teachers’ overprotection segregated me, both socialy and emotionaly, from my 
classmates. 
Later, during my exchange years in Chile, I witnessed the chalenging consequences that 
a curative and rehabilitative paternalistic approach has on people with disabilities (Flores, 2000). 
For example, I have always been surprised about the popularity of the Chilean Teleton, which 
puts on display children with disabilities for fundraising purposes, similar to the Jery Lewis 
telethons in the 1980s and 1990s (Longmore, 2016). In agreement with Longmore, good 
intentions notwithstanding, this type of event, used to garner compassion and sympathy for the 
frail disabled child, tends to reinforce paternalistic atitudinal bariers. These bariers became 
painfuly evident to me within the academic environment, when I interacted with students and 
faculty at the university.  
The tenets of critical pedagogy and critical disability studies were not on the horizon of 
the political science faculty; they were condescending, closed to dialogue, and ultimately 
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undemocratic. Problematicaly, their lack of understanding of my “difference” and inability to 
treat me as an equal to the rest of the students in their class sent the wrong message to students 
and permited them to treat me as a nuisance. What diferentiated my academic experiences in 
Chile from those in large classes at UC Berkeley was the fact that the staring, whispering, and 
rejection was blatant in Chile, while at Berkeley I was never overtly treated in this way. This 
phenomenon is likely related to the possibility that the history of the disability rights movement 
is deeply ingrained in UC Berkeley students and in the Berkeley community as a whole (Linton, 
1998; Longmore, 1987; Shapiro, 1994). In fact, I was privileged to cofacilitate a course teaching 
students about the disability movement and the importance of becoming a personal care 
atendant; there students with and without disabilities had plenty of opportunities to dialogue 
about our identities and how our diferences can be empowering (Linton). 
Deficit views. Most disheartening in my experience at Bloomfield was the emotional 
distress that I experienced daily stemming from atitudinal bariers, such as the negative and 
infantilizing stances of administrators and teachers, which in turn permeated the student body. 
The fact that I was never looked upon as equal to my peers in the classroom or that teachers 
caled into question the authenticity of my work because of its quality and unexpected 
handwriting are clear indications of exclusionary tendencies that prevailed in the public-school 
seting of Bloomfield High School (Ware, 2009). 
While I was in Russia, I was disappointed to find that in almost every interaction we had 
with nondisabled individuals, there was the implicit deficit view: we were viewed like a group of 
deficient individuals who needed treatment of some sort, belonging in an institution or infirmary. 
This notion was encountered on multiple occasions: when I realized that individuals with 
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diabetes were part of the Russian contingent of the disability exchange program; during my visit 
to the clinic in Novosibirsk, where I escaped the man who insisted on treating me for my 
impairment; and when I was transported in an ambulance to board a plane. The entrenchment of 
the medical model of disability in Russian society brings me back to the accuracy of the 
categorizations of pariah, economicaly and socialy liable, tolerant utilization, limited 
participation, and laissez-faire, as proposed by Hanks and Hanks (1948) and expanded upon by 
Linton (1998). 
Nevertheless, as I noted in my narrative, beyond the help that I received from my 
program mates and family, I was able to develop strategies to compensate for structural bariers 
and stil enjoy the activities of daily life. Reflecting upon this, I cannot say that Chilean society 
has moved away from the idea that people with disability are dependent and in need of help 
(medical model); however, perhaps because of my Chilean roots, I could use humor to establish 
friendly connections with average citizens and move them to wilingly assist me in negotiating 
physical obstacles. Moreover, the innate wilingness by average Chileans to connect fleetingly 
with me was appreciated; unfortunately, this did not reflect an empowering atitude toward 
people with disabilities as valued members of society. 
Lack of disability awareness. My two-and-a-half-week trip to Russia solidified in me 
the importance of disability awareness in lessening the devastating consequences that physical 
and atitudinal bariers can have in preventing people with disability from participating as active 
members of society. What I saw in Russia in 2003 was a country deeply rooted in the medical 
model in which citizens with disabilities were segregated, almost hidden, from mainstream 
society because of the perceived notion that they were incapable of contributing to the country’s 
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economic progress. In this sense, Russia’s stance regarding disability represents an extreme 
example of Gleeson’s (1999) critique of Western capitalistic societies. The idea behind my visit 
was to take advantage of my participation in the disability activist community in Berkeley in 
order to promote disability awareness in Russia; however, I was taken aback by the 
overwhelming presence of both physical and atitudinal bariers that people with disabilities must 
face on a daily basis. While my group had been told about the realities in Russia, nothing 
prepared me for what I experienced. It was like going through a time warp back to the 1960s, 
before the predisability rights movement in the United States (Longmore, 1987). 
Closer to home, as indicated earlier, a lack of awareness has defined my experience with 
some administrators and coleagues where I currently teach. The dificulty and irony here is that 
these coleagues pride themselves in being advocates for social justice, yet seem highly unaware 
of the deficit views they enact, or of the distorted nature of their understanding when it pertains 
to the world of people with disabilities—particualy those who use wheelchairs. Unfortunately, 
deeply embedded and sedimented deficit views (Darder, 2012), internalized by so many “able-
bodied” people in work setings, is partly responsible for the lack of leadership opportunities for 
people with disabilities. This view also prevents people in the physical mainstream to even 
phanthom that there is a normalcy that exists outside of their limited hegemonic view of human 
existence.  
Summary 
The above analysis about the significance of various obstacles in my life suggests that 
because structural bariers limit the interaction between people with disabilities and able-bodied 
members of society to the diferent extents that I witnessed in the United States, Russia, and 
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Chile, a damaging chain reaction ensues: the lack of visibility of the disability community leads 
to fear of the unknown in the rest of the society, this in turn gives rise to atitudinal bariers due 
to the lack of interaction and dialogue, which ultimately makes humanization and empowerment 
unlikely. My lived experiences in the United States, though not marked by the existence of 
overwhelming structural bariers thanks to the ADA, are stil severely impacted by deeply 
entrenched implicit and explicit atitudinal bariers that often marginalize me in the fight against 
the hegemonic norms of society (Barnes et al., 1999; Dovidio et al., 2011). In agreement with 
Hosking (2008), I propose that, regardless their origin, barriers of every type create a hostile 
environment that puts us at a social disadvantage by constantly weakening the foundations upon 
which we atempt to build personal and professional relationships and find fulfilment in 
leadership. 
The Struggle for Self-Detemination 
Aside from explicit atitudinal and structural bariers, the ableist perspective of the 
dominant culture perpetuates a wide set of implicit oppressive forces on the disability 
community (Gleeson, 1999; Kitchin, 1998; Linton, 1998; Young, 2011). According to this view, 
individuals with disabilities are marginalized by hegemonic society because we are perceived as 
inadequate people who do not conform with normative ideas of beauty, inteligence, physical 
functionality, independence, and so forth (Hanna & Rogovsky, 1991; Wendel, 1996). For me, 
one of the hardest manifestations of this reality has been the social isolation that I have 
contended with and fought against throughout my life. In my K–12 years, this struggle 
manifested when I created stories about myself immersed in a “perfect reality” in which I had 
many friends, boys wanted to date me, and I felt that I was fun to be around. It was my coping 
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mechanism for not being “seen” as a productive and “normal” student in classes dominated by 
abled-bodied individuals. In retrospect, this strategy may have been my first response to the need 
of a person with a disability for creative avenues of empowerment and self-determination. 
During my years at Berkeley, I stil had to confront a social scene laden with “norms.” 
My able-bodied peers dressed a certain way, atended parties, went on road trips, had 
relationship flings, and so on. The societal expectation that I could not—nor would I want to— 
engage in these behaviors was saddening and segregating, especialy when this rationale was 
used by boyfriends as an explanation for failing romance and intimacy. My lived experience 
confirms the contention by Hanna and Rogovsky (1991) that the stigma that one caries as a 
person with a disability is used as a justification for avoidance between the abled-bodied 
individuals and people with disabilities. In my case, the burden of this struggle was made lighter 
because I was part of the disability community (and its alies) in Berkeley. In fact, the exemplary 
legacy of Ed Robert in this city had a strong influence on my drive for self-determination, seting 
goals that I could atain, and taking the initiative to reach them. My cofacilitation of the DeCal 
course was a practical enactment of this drive by promoting disability awareness among my 
nondisabled peers, while at the same time giving my peers with disabilities more tools to enable 
their independence. It is this important element that I continue to bring today to my work as a 
teacher-leader in the classroom and my leadership for social justice out in the world. 
Furthermore, my active participation in activities within a group with the common 
sociopolitical goal of visibility made me first understand the importance of not faling prey to 
self-pity and shame, which are implicit atitudes of oppressed members of society (Barnes et al., 
1999; Charlton, 1998; Mitchel, 2007), but most importantly, it empowered me to fight against 
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these feelings by adopting the lens of critical disability studies and a social model of disability 
(Linton, 1998; Pothier & Devlin, 2006; Ware, 2009; Wendel, 1996). Also, the ever-present life 
story of Ed Roberts (Shapiro, 1994) and the realist and entertaining narative of John 
Hockenbery (1995) gave me the fortitude to never give up in finding my place in the world and 
to consider myself a “person first,” notwithstanding my disability. Furthermore, my acquaintance 
with prominent disability activist leaders provided me with role models to emulate and to use as 
guides for leadership.  
As for any other student, my graduation from UC Berkeley presented the opportunity to 
leave the relatively protected environment of the university and initiate a life of independence if 
and when I succeeded in finding a financialy stable job. I knew that in my case this would be 
dificult because hegemonic society, by sustaining an exclusionary stance toward the disabled 
(Barnes et al., 1999; Gleeson, 1999), would be stacking the cards against me in terms of job 
market options (Harkin, 2012). I realized this early by the shocking disregard expressed to me 
when I first explored the possibilities for employment, while atending a placement agency’s 
information session. 
Furthermore, the struggle with the decision to disclose (or not) my disability highlights 
the entrenched insecurity created by dominant societal paterns, that we may not be as qualified 
to complete job requirements at the same level as our nondisabled counterparts in spite of 
evidence to the contrary (Lengnick-Hal et al., 2008). Regardless of my approach to job 
interviews, my experience with them interestingly revealed that the prevailing dominant view is 
that of deficit, and, as such, I could have easily contributed to the dismal employment statistics 
for people with disabilities (Graham et al., 1990; Harkin, 2012), especialy that of Latina women 
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(Emmet & Alant, 2006; Hanna & Rogovsky, 1991). Only a lingering promise of help from 
Olympia High School’s principal saved me from the abyss of being jobless, perhaps forever.  
My transition back to Olympia meant that I had to pay a big price for leaving the rich 
environment for disability activism that Berkeley ofered and face the very real possibility of 
becoming more socialy isolated in the expansive city of Los Angeles while living with my 
parents. In reality, the option of living independently, though not entirely lost by changing cities, 
was made significantly more dificult because of logistic and mobility issues related to the fact 
that the city, though reasonably accessible for people using a wheelchair, has limited public 
transportation choices and long commuting distances among workplaces, social meeting places, 
cultural venues, residential areas, and so on. 
My situation clearly ilustrates the sociospatial exclusion associated with geographical 
factors and mobility limitations that is imposed on individuals with disabilities by capitalistic 
Western societies (Barnes et al., 1999; Chenoweth & Stehlik, 2004; Gleeson, 1999; Hanna & 
Rogovsky, 1991). In other words, by virtue of my inability to drive, not only have my 
employment options been limited to workplaces within a smal radius from home, but also my 
social and cultural activities are equaly curtailed by the same parameters. The only alternative 
that I envision to cope with these isolating restrictions would be to hire a ful-time driver, which 
in addition to a personal asistant, becomes incompatible with my salary as a teacher.  
Notwithstanding the level of hardship and social isolation that living with a disability in 
hegemonic society has imposed on me, I have “claimed” my body, and I am capable of making 
decisions that control and ultimately affect my physical and emotional sense of self-
determination and wel-being. My life is a constant dialectical tension between my desire for 
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independence and the realization that I wil always need to relinquish some of it in order to have 
a decent and rewarding quality of life. In this sense, my life experience encompasses an embrace 
of the major tenets of critical pedagogy, such as praxis, counterhegemony, dialogue, and 
consciousness (Darder, 2016), and simultaneously acknowledges the specific empowerment that 
stems from embracing diference and viewing disability as a sociopolitical construct that 
contends against the oppressive forces of society (Liasidou, 2012; Peters & Chimedza, 2000). 
Embracing disability does not negate that my life is continualy bombarded by the unease 
that arises from not wanting to be seen or used as a “poster child” for disability (Longmore, 
2016), and the reality of the enormous energy that it takes me to negotiate my life as a leader 
with a disability. This constant batle for self-afirmation and self-determination is made 
particularly dificult given society’s innate tendency to discriminate against “diference.” As 
noted by Brie Stark (2009): 
Disability is a cultural construct based on an “ideal,” or “social norm” that has been 
constructed from assumptions of authority in society. This authority has derived from the 
fact that each person believes others to be comparable to their own self-identity, in that 
there should be a common mold that al types of people precisely fit. (p. 1) 
In other words, and worth repeating, the inability of the abled-bodied to even fathom living with 
a disability is divisive and, from my perspective, requires an alternative understanding: that 
disability is indeed a social construct, and that “changing norms continue to define the meaning 
of disability” (Murphy, 2005, p. 153). 
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Leadership as a Terrain of Struggle 
There is no question that, for people with disabilities, the arena of leadership is a deeply 
contested terain of struggle—a terain that has been structured historicaly by a hegemonic 
apparatus that privileges the able-bodied mainstream (Shapiro, 1994). Although I have 
contended with personal questions of leadership by gaining a certain level of control over my 
life, the struggle for leadership opportunities is stil an unresolved issue after 11 years of working 
in the field of education. Several major factors contribute to this reality. 
Marginalizing Practices 
The root of this problem undoubtedly stems from marginalizing societal practices, 
institutional and societal, similar to what I encountered in applying for jobs, but magnified by the 
resistance within the working environment toward a person with a disability potentialy ataining 
a leadership position. My trajectory at Olympia High School ilustrates the frustrating reality of 
first being hired as an intern, then maintained for years without recognition of doing ful-time 
work. Even when I proved my dedication to the school and my career goals as an educator by 
enroling in a master’s of education program, some administrators and parents felt entitled to 
question my competence and efectiveness without due cause, only because of their 
preconceived notions that I may not be able to handle the classroom or the workload. In many 
respects, the atitudes expressed by parents echo the atitudes that ultimately lead to institutional 
conditions of marginalization and exclusion of people with disabilities when the question of 
leadership arises. 
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Tolerant Utilization 
These events fal squarely within the terms of “tolerant utilization” and “limited 
participation” that Linton (1998) has used to categorize people with disabilities in the eyes of 
society. It is obvious to me that, while I am necessary, adequate, and suitable for the school, the 
administration embraces the societal view and perceives me as litle more than a good worker 
and a diversity check they can tick of. Furthermore, my struggle for recognition as an 
educational leader is tainted by the hegemonic and biased perceptions of some coleagues and 
administrators that, due to my physical limitations, I may not be able to reach their quality 
standards of efective school leadership—so again the deficit view reigns. Being treated this way 
has often left me to me ponder why the school at times highlight my virtues as a “poster child” 
for disability even as it fails to aford me the respect and equity that I merit so that I might 
advance to a leadership post. 
Infantilization 
Another big obstacle against my leadership aspirations in an institution has been the 
explicit and implicit infantilizing and discriminatory atitudes that I have experienced both in the 
workplace and in society at large. The detrimental efects of being treated as helpless individuals 
akin to children are more damaging than nondisabled people might think because, good 
intentions notwithstanding, they again place us at a disadvantage (Dovidio et al., 2011; Robey et 
al., 2006). The trip with my doctoral cohort to Sacramento, in particular, demonstrates the extent 
to which people with disabilities are constantly subject to this practice. Members of my cohort 
witnessed my struggle to be “heard” and respected by flight atendants, airline personnel, and so 
on, and clearly recognized the disparity between their treatment as able-bodied people and what I 
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endured. Importantly, since they know me as coleague and social justice educator, they joined 
me in solidarity and empowered me to stand up (no pun intended) for equity and my rights in a 
very dificult context. 
Multiple Oppressions 
McDonald et al. (2007) and Mitchel (2007) noted that marginalization becomes 
exacerbated when a person belongs to multiple oppressed groups with respect to what they might 
experience if there were only one contributing factor for oppression by society. The fact that I 
am a Latina woman with a disability places me at an even more severe disadvantage in obtaining 
leadership positions than even individuals with a disability from the dominant culture, yet I 
recognize that I cannot easily separate at any given moment which of my identities (i.e., cultural, 
gender, or disability) is the dominant source for the discriminatory treatments to which I have 
been subjected. What is safe to say is that the intersectionality of al three of these subjugated 
positionalities have contributed to the struggles I have faced in my eforts to contribute as a 
leader for social justice. 
Recommendations 
This autoethnographic study has analyzed many experiences of my journey as an 
educator with a disability and has revealed issues that cause the limited participation of people 
with disabilities in educational leadership. The study fils a gap in the literature concerning the 
fight for leadership opportunities for individuals with disabilities. From this analysis, 
recommendations surfaced for individuals with disabilities, educators working with students with 
disabilities, and, most importantly, institutions commited to inclusiveness of leaders with 
disabilities. 
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For Individuals with Disabilities  
My lived experience reveals the process of empowerment within the disability 
community that is necessary for them to take on leadership positions. My journey began with a 
constant struggle against isolation and marginalization while in public school. During most of 
this period, I was not fuly aware of the importance and relevance of the IEP as an eficient tool 
to direct a student toward professional independence and leadership. Only when my situation 
reached crisis levels in high school did I become aware that my voice could and should be heard 
in the IEP process. My lived experience, which concurs with the conclusions of Steere, Rose, 
and Cavaiuolo (2007), should be used as an encouraging example for al youngsters with 
disabilities to engage early in their life in transitional planning by first learning about their 
educational rights as explicitly stated in IDEA, then becoming active participants not only in the 
definition of goals in their IEPs, but also in monitoring their successful implementation. 
Later in life as adults, we must persist and chalenge the misrepresentations of people 
with disabilities within the able-bodied, dominant society. As individuals with disabilities, we 
must individualy and colectively disrupt the curent paradigm of marginalization that 
hegemonic society atempts to impose on us in order to atain the leadership positions for which 
we are qualified and that we deserve. In this day and age, this means that we must make our 
voices heard either in social media or as active participants in protests to constantly fight for our 
rights for independence and inclusive education. Furthermore, we must be vigilant about 
legislative advances that make the United States one of the most disability-friendly countries in 
the world. 
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For Educators Working with People with Disabilities 
This autoethnographic study has emphasized the necessity for inspired educators who 
understand and embody the tenets of critical pedagogy and stand ready to engage in the 
specificity of critical disability studies. With this in mind, K–12 and higher education 
administrators, teachers, and school personnel should be given the opportunity to engage, either 
on site or online (Wynants & Dennis, 2017), in professional development that specificaly 
focuses on disability awareness and the integration of disability studies into their curiculum. A 
topical outline of professional development workshops must include people-first language; the 
construction of disability; the rise of institutions/institutionalization; the Disability Rights 
Movement; the medical model versus the social model of disability; disability, culture, and the 
media; the rise of special education; disability in the classroom; and universal design for 
learning. I submit that this background knowledge would go a long way in corecting implicit 
and explicit biases that marginalize, isolate, exclude, and oppress students with disabilities. 
Conversely, it wil encourage al participants to set conditions that wil empower their students 
with disabilities to assume leadership roles within the school and their community at large. 
For Institutions Commited to Inclusiveness of Leaders with Disabilities 
I have devoted an important part of my adult life fighting for equity and leadership in the 
workplace. If schools or other organizations are truly commited to ofering employment and 
promotion to leadership positions in their workplaces, they must primarily promote the 
development of an atmosphere of inclusivity and awareness among al personnel, most 
importantly in the upper leadership tiers. This awareness must be geared toward dismantling 
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structural and atitudinal bariers and the typicaly engrained notion that people with disabilities 
cannot perform at the level of an able-bodied person.  
Unfortunately, organizations that efectively embrace these principles are rare and 
predominantly operate in the field of disability advocacy. This is the case for nonprofit 
institutions such the Centers for Independent Living, World Institute on Disability, and Disability 
Rights and Education Defense Fund. I propose that an efective path for organizations to succeed 
in equalizing the opportunities for leadership for employees with disabilities would be to 
approach these wel-known institutions and inquire about their hiring practices, training of 
human resources personnel, professional development activities, and so on. 
Future Research 
The sparsity of evidence supporting my contention that discriminatory societal forces 
impede equitable leadership options for individuals with disabilities, women with disabilities, 
and Latino women with disabilities cals for further investigation both qualitatively and 
quantitatively. Also, it would be important to learn in what realm do these leadership positions 
occur, positions at large or within the disability community. In addition, as Klisz (2014) 
suggested, more meaningful expansive studies should focus on the development of leadership 
skils for students with disabilities in the K-12 seting. In my opinion, these studies should 
emphasize the prominent role that these considerations should play in the formulation of 
students’ IEPs. Finaly, it would be important to investigate whether transformative social justice 
education immersed in the tenets of critical pedagogy shifts the paradigm of disability from a 
medical model approach to a social model approach and the impact that this would have on the 
openness of society to leaders with disabilities.  
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Epilogue: The Struggle for Consciousness  
As a child with a physical disability, I was very quick to realize my limitations in 
mobility, motor coordination, and so on with respect to the rest of my peers. This soon gave rise 
to the realization that I was “diferent,” though I never thought of myself as abnormal, and I 
always used humor and over-the-top stances as defensive tools to ilustrate my humanity. 
Reflecting on my narative, I now see the instances of popping wheelies in front of my 
elementary school classmates and leting students ride on my lap as a taxicab in Olympia High 
School as my way of showing the world that, notwithstanding my “diference,” I stil wanted to 
be liked, a kid, essentialy one of them. In the Freirean sense, I was seeking a humanizing 
experience insofar as I was looking for solidarity, social agency, and a common purpose from 
people surounding me (Darder, 2016; Freire, 1970, 1998). Unfortunately, the dehumanizing 
public school environment from sixth to ninth grade did not support or enhance my capacity to 
grow socioemotionaly, since I was an outcast in every sense of the word.  
My experiences in middle school and Bloomfield High School reveal the deep emotional 
stagnation that I sufered because I was devalued as a person, not just by my felow teenagers, 
but most importantly, by educators who were supposed to respectfuly support my autonomy and 
dignity (Freire, 1998). The oppressive forces of an educational environment that did not embrace 
the democratic and dialogic tenets of critical pedagogy (Darder, 2016; Shields, 2004) caused me 
to retreat into myself and not share values that I thought were unique and worth communicating 
to my classmates and teachers. Furthermore, the antagonistic relationship that I developed with 
teachers demonstrated that my voice did not mater and forced me to frequently ask myself if the 
struggle was worth fighting. At that point, I became truly angry with the world! 
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It wasn’t until I entered Olympia High School as a student that I realized what true social 
justice education looks like and the efects it can have on a person’s self-concept. In this 
environment, I came to truly understand the Freirean concept of educators as it manifests in both 
teachers and students (Freire, 1970). In the relationships that I developed with my teachers, I 
could sense that while they did maintain a level of authority in the learning environment, they 
were learning as much from me as I was learning from them (Darder, 2016). The education that I 
received never felt prescriptive. Because of the school’s openness to my diference, I was given 
the opportunity to take control of my own destiny in a way; in Freirean terms, I became aware of 
my own unfinishedness (Freire, 1998). Importantly, my newly acquired sense of self gave me the 
confidence to take the risk to apply to UC Berkeley and live independently. 
My involvement in disability activism as a student at UC Berkeley awoke another level 
of consciousness in me: the colective consciousness that Charlton (1998) termed “raised 
consciousness.” As a member of multiple disability organizations and as a disability studies 
student, I could feel and understand the empowerment that was generated when people with 
various disability types came together for the common cause of creating awareness of and 
defending our rights in a hegemonic society (Shapiro, 1994). I experienced and acted upon this 
empowerment when I planned disability awareness events as copresident of the Disabled 
Students Union, when I testified in a California State Senate hearing, and when I wrote the 
curiculum as a cofacilitator of the Inclusion Initiative. This raised consciousness liberated me 
from the medical understanding of my disability and moved me to embrace the conscientized 
idea of disability as a social construct. 
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A great personal consequence of this liberation/emancipation process was the initiation of 
what has become my constant engagement in the praxis cycle of action and reflection (Darder, 
2016). This awakening has ultimately empowered me to become a leader and role model for my 
students in the classroom. One of the most satisfying experiences in my life, and arguably one of 
the main reasons why I continue teaching at Olympia, is the possibility of working with young 
people who are open and wiling to engage in dialogue and reflection. Most importantly, every 
day I learn a litle bit more about myself as I rol through the doors of my classroom and engage 
in powerful dialogue with my students, as we grow together in our appreciation for one another 
and for our time together, as able-minded and passionate human beings in the world. 
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